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General introduction

Introduction

With this thesis, 1 hope to demonstrate the value of narrative research for inquiring
mental distress and recovery, and enhancing meaningful practice in psychiatry. Disrup-
tive experiences such as mental distress create an urgency for people to make meaning
and revise the story of who they are (Bruner, 1990; McAdams & McLean, 2013). In
this thesis, meaning making is understood from a narrative perspective and refers to
the narrative work that people do to make sense of their experiences, to explain them
to themselves and to others, and integrate them in their life stories in interaction with
the larger, interpersonal and socio-cultural context (McAdams, 2011; Murray, 2000).

is process of narrative meaning making can serve as a therapeutical instrument for
individual change and recovery (Lewis, 2011; Neimeyer, Herrero, & Botella, 2006),
contribute to a collective resource of experiential knowledge that can inspire peers,
(Nurser Kate, Rushworth, Shakespeare, & Williams, 2018; Rhodes & De Jager, 2014),
provoke societal change (Riessman, 2008) and improve care practices (Scheepers, 2021;
van de Bovenkamp, 2024).  ese merits of narrative meaning making can be either
supported or undermined by the way the eld of psychiatry approaches meaning mak-
ing in science and practice.

Over the last decades, psychiatry has moved away from meaning-based practice to
neuroscience-based practice (Lewis, 2006). As the eld became predominant bio-
medically oriented, it focused on categorizing disorders, objectifying links between
symptoms and biological causes (Johnstone, 2006), and establishing treatment e ects
at the group level (van Os, Guloksuz, Vijn, Hafkenscheid, & Delespaul, 2019). e
standardized psychiatric system that is rooted in this tradition has been criticized for
de-contextualizing mental distress (Johnstone & Boyle, 2018), for being detached from
the lifeworld of service users (van Os et al., 2019) and for o ering caregivers little guid-
ance in the interpretative dimension of human distress (Kleinman, 1988; Lewis, 2011).
As a result of these critiques and several decades of service users emancipation, the
dominant paradigm in psychiatry is slowly shifting from a biomedical model towards
a recovery-oriented model of mental distress (Rhodes & De Jager, 2014; Waldemar,
Arnfred, Petersen, & Korsbek, 2016).

Recovery-oriented psychiatric care intents to facilitate the process of personal recovery,
which has been characterized as a unique, active and personal journey of overcoming
the devastating e ects of mental distress by nding new identity and meaning in life
(Anthony, 1993; Deegan, 1988; Dell, Long, & Mancini, 2021; Leamy, Bird, Le Boutil-
lier, Williams, & Slade, 2011). Furthermore, it is designed to be person-centered , as
it attempts to perceive and assist the whole person in his or her social context, working
with that person to provide help in a holistic and personally meaningful fashion (Whit-
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ley & Drake, 2010 , p. 1248). Although the concepts and language of the recovery
paradigm have been adopted in mental health care policies and professional standards
in Western countries’, the transformation to recovery-oriented care clearly requires
more than rhetorical consensus (Mike Slade, 2009). Currently, there is large variation
in the implementation of the recovery vision in practice (Zomer et al., 2024). Service
providers nd it challenging to transform their values and practices, especially in care
settings for people with severe mental distress such as acute hospital-based settings
(Lorien, Blunden, & Madsen, 2020) and long-term psychiatric care (Frost et al., 2017).
According to the World Health Organization (World Health Organization, 2012), en-
trenched overreliance on the biomedical model is an important factor that hinders full
realization of person-centered, recovery-oriented mental health care services worldwide.
Consequently, the WHO advocates for rethinking mental health care systems and
services more fundamentally, and for creating shifts in focus, knowledge and competen-
cies of psychiatric service providers. As elaborated by van Os et al. (2019), such shifts
should include the movement from a disease-based model to a resilience-based model
of mental vulnerabilities, from a focus on symptom reduction to attending to social
and existential needs, and from reliance on standardized treatments to attunement to
peoples personal context and meaning making.

In this dissertation, | argue that in order to establish these shifts towards recovery-
oriented psychiatric practice, they need to be anchored in a revised research paradigm.
Strikingly, the eld that is eligible to shape recovery-oriented care, has largely developed
outside the eld of psychiatry: the narrative research tradition (Lewis, 2011). With this
thesis, | intent to address this gap. Below, 1 will rst elaborate on the merits of narrative
meaning making and narrative research for the eld of psychiatry. Consequently, I will
discuss how the meaning making of service-users in psychiatric care became disregarded
in research within a biomedical paradigm, and with what consequences. | will argue
that despite endorsement of recovery-oriented care, psychiatric science continues to be
deeply rooted in a biomedical paradigm. In response to this discrepancy, | will propose
to work from a narrative research philosophy and methodology that puts meaning-
making processes central. Lastly, I will discuss what this approach has already yielded
in relation to the study of service users narratives, and how | intent to contribute to a
better contextual understanding of meaning-making processes in personal recovery.

1 In the Dutch context, values of the recovery vision such as destigmatization and attention for personal meaning-making
are integrated in professional guidelines, see for example https://www.ggzstandaarden.nl/zorgstandaarden/ernstige-
psychische-aandoeningen
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General introduction

Box 1: A note on language use

I have chosen not to eschew rst-person formulations, contrary to what | have been
taught in my scienti c training as a psychologist (e.g.; passive, impersonal language
use that makes the researcher invisible as an agent).  is is a way of showing that as
a scientist, | am engaged in active, intention-driven meaning-making processes as
much as my research participants. Furthermore, | have opted for the term service
users as a term that clari es what participants have in common, without imposing
a speci c role or identity (such as patient). Lastly, | generally refer to the challenges
that service users face as mental distress or use reference to speci ¢ experiences like
psychosis, avoiding medical terminology that might reduce service users to highly
individualized or stigmatized classi cations (such as schizophrenia).

The merits of narrative meaning making for psychiatry

Stories do not just have plots. Stories work to emplot lives: they o er a plot that
makes some particular future not only plausible, but also compelling.

Arthur W. Frank
(Letting stories breath: a socio-narratology, 2012, p.10)

e value of narrative meaning making for the eld of psychiatry is multifaceted.
Firstly, narrative meaning making has healing properties. e ability to create stories
has been characterized as one of the most salient psychological and cultural instruments
that humans possess for making sense of the world and their selves (Bruner, 1990). In
the context of mental health, narrative meaning making of lived-experience has been
elaborated as a resource for creating a sense of self-continuity over time (Ricoeur in El-
liott, 2008) and as a means to creating purpose and moral direction to ones life (Adler,
Lodi-Smith, Philippe, & Houle, 2015; McAdams, 2011).

Psychologist McAdams (2011) captured these qualities in the concept of narrative
identity : the internalized and evolving story of the self that a person constructs to make
sense and meaning out of his or her life . s self-story is de ned as a selective reconstruc-
tion of the autobiographical past and a narrative anticipation of the imagined future that
serves to explain, for the self and others, how the person came to be and where his or her
life may be going (McAdams, 2011, p.99). Following this observation, 1 understand
this reconstruction as a form of narrative meaning making . Experiences of severe
(mental) illness can pervasively challenge a persons sense of self-sameness and meaning

11

Chapter 1



Chapter 1

in life. Several narrative scholars have conceptualized trauma, loss, and chronic illness
as experiences that cause a crisis of meaning that is expressed in a disrupted narrative
identity (Crossley, 2000; Frank, 1995; Neimeyer, 2000). People can have di culty in
uniting their idea of who they were before and after disruptive experiences (Neimeyetr,
2000). Furthermore, they can experience loss of direction in life, as serious illness often
con icts with personal goals, and changes expectations for the future (Frank, 1995;
Hartog et al., 2017).

However, as much as self-narratives can become disrupted by mental distress, they
simultaneously have the potential to negotiate or resolve such disruptions and thereby
support recovery. By giving meaning to disruptive events, people can navigate the
gap between life as expected and life as experienced (Herman, 2009; Hyd@n, 1997).
Especially in situations in which people experience loss of predictability and control,
narratively integrating these experiences into a revised self-story is an adaptive coping
response that can be seen as form of meta-control (Frank, 1995; Park, 2010). Empirical
studies from diverse research traditions support the bene cial e ect of narrative mean-
ing making on mental health. Qualitative studies into the process of mental health
recovery from a service-user perspective have identi ed meaning making of mental dis-
tress as a crucial element of recovery (Larsen, 2004; Roe & Davidson, 2005; M. Slade,
Blackie, & Longden, 2019; Spaniol, Wewiorski, Gagne, & Anthony, 2002; Windell,
Norman, Lal, & Malla, 2015; Wood & Alsawy, 2018), while quantitative studies on
narrative identity have provided statistical support for the association between mean-
ing making and psychological well-being and growth (Adler et al., 2015; Bourdeau,
Lecomte, & Lysaker, 2015; McAdams, 2011; Vanaken, Bijttebier, Fivush, & Hermans,
2022; Westerhof & Bohlmeijer, 2012). Studying the way in which people make mean-
ing of disruptive experience can therefore advance insight into mental distress and
recovery, and provide therapeutic directions for helping people to articulate, elaborate
and negotiate meaning (Neimeyer, 2000).

Accordingly, the healing properties of narrative meaning making have been deployed
extensively in psychotherapeutic schools within psychiatry, as well as in peer-to-peer
settings outside traditional mental healthcare. Most psychotherapies aim to support
helpful meaning making, or contest negative, dysfunctional meanings (Salvatore, Gelo,
Gennaro, Manzo, & Al Radaideh, 2010). Acknowledgement of the healing qualities of
narrative meaning making has also been at the heart of the recovery movement, which
considers the formation and sharing of self-narratives as one of the key instruments of
peer-support (Nurser et al., 2018). While the healing properties of narrative meaning
making have been particularly deployed for establishing individual change in mental
healthcare, peer-support explicitly focusses on collective empowerment as well. Within
the recovery movement, storytelling is seen as a deeply emancipating process that can
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help service users to disentangle from a passive patient identity, normalize and validate
unusual experiences (Boevink, 2005), built solidarity and hope (Rhodes & De Jager,
2014), and reduce stigma (Rennick-Egglestone et al., 2019).

Narratives have shown to be an powerful instrument for structural change in psychiatry:
as published service users narratives have played a salient role in the transition towards
recovery-oriented care (Boertien & van Weeghel, 2021). In reaction to the uprise of
biomedicine, psychiatric service users have been publishing their narratives, as a way to
re-claim meaning and authorship over their own experiences, and challenge prevailing
ideas of recovery in psychiatry (Boevink, 2012). e lived experience of mental health
recovery, or personal recovery, was rst described by patient advocate Patricia Deegan
in 1988 and was further elaborated in the rehabilitation literature from the 1990s
(Boertien & van Weeghel, 2021). Ever since, rst-person narratives have provided a
service users perspective on recovery that radically di ers from the medical or clinical
perspective on recovery (Slade, Amering, & Oades, 2008). Whereas clinical recovery is
de ned by remission of symptoms, the central, and more hopeful tenet of these service
users stories is that living a meaningful life is possible, even amidst mental distress (Da-
vidson & Roe, 2009). e study of service users narratives can thus play a signi cant
role in identifying and changing cultural (meta) narratives about mental distress.

e value of service users narratives as a collective source of knowledge has also gained
interest in healthcare research where patient sciences have recently been established
(van de Bovenkamp, 2024) and narratives of service users are increasingly recognized
as a valuable resource for improving healthcare (Scheepers, 2021; van de Bovenkamp,
Platenkamp, & Bal, 2020). Arguments to better incorporate experiential knowledge
into traditional healthcare science are of a moral as well as a epistemic nature (Liabo et
al., 2022). e moral argument relates to better representation of service users perspec-
tives and interests in healthcare policies and practice (Liabo et al., 2022) , while the epis-
temic argument concerns the value of experiential knowledge as o ering new insights
that complements other forms of hard scienti ¢ knowledge (Scheepers, 2021). As van
de Bovenkamp et al. (2020) point out, service users narratives have several advantages
in comparison to other forms of data, such as questionnaires or structured interviews.
Firstly, because narratives are usually less pre-structured, they o er in-depth insight
into what matters to service users beyond the interest or focus of researchers. ey can
therefore 0 er in-depth understanding of the every-day (care)experiences of people that
live with illness or disability and demonstrate the interrelatedness of di erent aspects
of their lives. Secondly, service users narratives often cover decades of a persons life,
thereby providing insight in long term consequences of illness and care experiences,
as well as changes in their perspectives (van de Bovenkamp et al., 2020). e study of
service users narratives can thus provide a holistic, bottom-up understanding of service
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users lives beyond their medical conditions, and provide context to what matters for
them in healthcare.

Despite the various merits of attending to, and the studying of, service users narrative
meaning making, their narratives are only recently gaining interest in psychiatry. While
a narrative research tradition has long been developed in other disciplines, such as
(cultural) psychology, (medical-) anthropology, sociology, literary theory, cultural stud-
ies, disability studies, history and philosophy, service users narrative meaning making
has been notably disregarded in psychiatry over the last decades (Lewis, 2006, 2011).
Below I will position this phenomena within the biomedical paradigm that continues
to shape this eld.

The disregarded role of narrative meaning making within a
biomedical paradigm

Psychiatry is not used to seeing us as we are: as people with a past, a present and
hopes for the future. Psychiatry, at least the traditional and main stream versions of
it today, wishes to be a medical science. It focuses on the pathology of the individual

and is less interested in the context in which psychological problems may develop.

Wilma Boevink

(HEE!: About Recovery, Empowerment Experience and Expertise in Psychiatry,
2017, p. 19)

Over the years, there have been major changes in the ways in which service users mean-
ing making has been valued, facilitated and shaped within the shifting paradigms of
mental health care. Until the 19805, personal meaning making played a substantial
role within psychodynamic, phenomenological, and humanistic frameworks of un-
derstanding mental distress (Denys, 2018). Yet while a narrative turn took place in
social sciences and humanities from the 1980 s (Czarniawska, 2004), psychiatry became
more biologically oriented, and closer connected with medicine and the life sciences
(Murphy, 2011). is paradigm shift in psychiatry was marked by the introduction of
the third edition of the Diagnostic and Statistical Manual (DSM) in the 19805 (Lewis,
2011). After several decades of domination, psychodynamic thought and terminology
was removed in the new edition of the handbook. What was introduced instead, is
often conceptualized as the (bio)medical model of mental distress (Bluhm, 2017). Re-
search within the biomedical paradigm aims to objectively identify disease-speci c eti-
ology and treatment (Bury, 2005). In psychiatry, this search for speci ¢ a etiology and
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treatments has evolved to be organized around the categories of the DSM. Although
mental disorders in the DSM Il and later versions were presented as a-theoretical,
empirical clusters of symptoms, they have soon become understood, researched and
treated as entities, or natural kinds (Dehue, 2010; Kendler & Zachar, 2008). In u-
enced by the rise of psychotropic medication and the associated chemical disbalance
theory, the assumption that all these mental disorders would ultimately be explained
through identi cation of dysfunctional neurobiological conditions or genes has become
mainstream (Borsboom, Cramer, & Kalis, 2019; Lewis, 2011; Murphy, 2011). is
conviction went hand in hand with the application of methods of natural sciences to
study mental distress. Within this positivist research tradition, psychiatric research has
become mainly concerned with objectifying speci ¢ forms of mental distress and stan-
dardizing diagnosis-treatment combinations (van Os et al., 2019), while the narrative
meaning making of individuals became eschewed as an undesired form of subjectivity
(Bruner, 1990).

After ve decades of dominance, the limitations of this unilateral biomedical approach
to mental distress are increasingly coming to light. Various prominent scholars have
concluded that biomedically oriented research has not lived up to its promise to
improve clinical practice, not in terms of improved etiological understanding, nor
in improving the e ectiveness of interventions (Borsboom et al., 2019; Dean, 2017,
Scheepers, 2021). With regard to the quest of disease-speci ¢ etiological understand-
ing, to date, no biomarkers of speci ¢ DSM categories have been identi ed (Scheepers,
2021). While progress has been made to identify biological characteristics related to
psychopathology, these characteristics appear to be minimally di erentiating between
di erent forms of psychopathology and have not resulted in tests with clinical utility
(Kapur, Phillips, & Insel, 2012). With regard to the quest of nding disease-speci ¢
treatments, an evidence base of disorder-speci ¢ treatments has been successfully de-
veloped to some extent, but also with serious limitations: e e ect sizes of multiple
evidence-based treatments are modest, and have not increased over the years (Cuijpers
et al., 2024; Khan, Mar, & Brown, 2021; Leichsenring, Steinert, Rabung, & loan-
nidis, 2022; Oenen, 2019), while insight into why so many service users do not bene t
remains unclear. Furthermore, DSM-organized, group-based e cacy outcomes do not
necessarily result in person-centered care, as highly standardized treatment is often not
attuned to the lifeworld and needs of individual people (van Os et al., 2019).  ese
applicability issues have been identi ed as an issue in both pharmaceutical treatment
e cacy research (van der Lem, van der Wee, van Veen, & Zitman, 2011) and psycho-
therapy e cacy research (Kazdin, 2008).

One of the mayor designated causes of the limited applicability of biomedical research
is its organization around the disorder categories of the DSM. e validity of DSM

15
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has been contested extensively from within and outside the eld of psychiatry (Frances
& Widiger, 2012). One of the main points of critique on the DSM from within the
eld of psychiatry is that it lacks an empirical basis for its highly speci ¢ and detailed
categories (K hne, 2022). Both clinicians and researchers have established that mental
di culties often present themselves as highly variable trans-diagnostic clusters that do
not neatly t into the categories of the DSM (Dean, 2017; van Os et al., 2019). From
outside the eld psychiatry, the DSM has been contested on philosophical grounds as
well. Treating DSM-categories as natural kinds of mental distress has been particularly
problematized by philosophers of science (Dehue, 2010; Hacking, 2013; Kendler &
Zachar, 2008). From a social constructivist philosophy, lan Hacking substantiates that
categories of people are human-made, historically-rooted and highly in uenced by
social change.? s implies that the idea of mental disorders, as they are classi ed and
treated today, is not inevitable and should therefore not be taken for granted or natu-
ral . Furthermore, Hacking argues that categories of mental disorder are interactive.
ey do not just describe people, but make up people: When people are classi ed as
having a mental disorder, their self-experience and narratives changes by being named
and treated as such (Hacking, 1999, 2013). s social constructivist view implies that
subjective and interactive meaning-making processes should be the very focus of mental
health research, instead of something to be eschewed or objecti ed.

e disregard of service users meaning making within a biomedical paradigm and the
limited focus on the DSM have had several negative consequences. With regard to
research, a positivist approach that eludes service users meaning making in research
methods has led to increased detachment between service users lifeworld and the
evidence-base that informs practice. e concept of personal recovery itself provides an
excellent illustration of this phenomena: In biomedical oriented research, researchers
have a priori conceptualized mental disorder and desired treatment outcomes ( clinical
recovery ) in terms of the DSM criteria, without engagement with the lived experience
of mental distress and recovery (Slade & Longden, 2015). ey have designed reliable
questionnaires to quantify recovery, and tested whether interventions could enhance
or diminish scores on these questionnaires  while service users appeared to have a
completely di erent idea of what recovery entails (see Leamy et al., 2011). Dismissing
subjective meaning can thus limit the validity of research outcomes. Furthermore, this
practice can be challenged on ethical grounds. When top-down conceptualizations of
mental distress and recovery are privileged, they can generate a form of epistemic injus-
tice (Fricker, 2003) by excluding or dismissing alternative vocabularies of service users
(Kidd, Spencer, & Carel, 2022). Service users have criticized how the biomedical model

2 One of the most striking examples of the changeability of ideas on mental distress is that of homosexuality, that was
included in the DSM as a mental disorder until 1987. A form of medicalization of sexual diversity that the Dutch
Association for Psychiatry (NVVP) has recently apologized for, see: Statement of Regret | NVvP
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to mental distress has limited the relevance of their lived experience and the recognition
of their expertise regarding their own problems, as knowledge and authority over mean-
ing has come to lay mainly with mental health professionals (Bassman, 1997). In order
to improve psychiatric services in a way that is meaningful and just for the people using
them, it is thus of utter importance to redesign research practices in dialogue with users
understandings of mental distress and recovery.

e standardized diagnosis-treatment system, that the biomedical model brought
forward has also limited the space and means to work with the merits of meaning
making in clinical encounters. Firstly because the personal narrative is curtailed in the
diagnostic processes: Diagnostic interviews have become a highly structured and nar-
row form of clinical conversation that encourages people to tell their stories in medical
terms (Kendler & Zachar, 2008), thereby hindering a holistic understanding of people
and the context in which their di culties develop (Johnstone & Boyle, 2018). s
process of decontextualization is further reinforced because existential, social and po-
litical struggles such as a lack of purpose and hope, loneliness and exclusion, are not
considered to belong to the biomedical paradigm, and are consequently overlooked or
under addressed (van Os et al., 2019; World Health Organization, 2012). While at the
same time, being labeled with a severe psychiatric disorder has been found to contribute
to such struggles through (self)stigma and pessimistic prognoses (Johnstone & Boyle,
2018; Ritsher & Phelan, 2004; Yanos, DelLuca, Roe, & Lysaker, 2020). Furthermore,
within the medical era, pharmacological treatment has become the default treatment
in psychiatry (Dean, 2017) at the expanse of psychosocial interventions (World Health
Organization, 2012) and psychotherapeutic treatments (Tadmon & Olfson, 2022),
thereby also contributing to the disregard of the bene cial e ects of meaning making
for mental health.

The recovery paradigm and the need for meaningful research

Although the rise of the recovery paradigm is a reaction to the shortcomings of the bio-
medical model, todays scienti c research in psychiatry is still largely rooted in the latter.

e meaning of mental distress and recovery is still predetermined in top-down psychi-
atric research, while the merits of narrative meaning making are constrained within
the standardized system that resulted from this practice.  us, while mental healthcare
professionals are expected to provide evidence-based care, the existing evidence base is
hardly recovery-oriented. Consequently, it can be hard for mental healthcare profes-
sionals to translate research ndings into personal meaningful care for their individual
patients.  is applicability issue of biomedical research is commonly acknowledged
and discussed in psychiatry, but too often, issues with the philosophical foundations
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and methods that shape its outcomes remain unquestioned. For instance, personalized
medicine or precision psychiatry has become the new panacea in psychiatric research
(Wium-Andersen, Vinberg, Kessing, & Mclntyre, 2017), but personalization continues
to be de ned as nding more precise disease-oriented biomarkers or treatments (Vieta,
2015). Furthermore, despite the widely recognized validity issues of the DSM, 90% of
the randomized controlled trials in mental health continue to be based on DSM de ni-
tions of mental disorder (K hne, 2022).  us, psychiatry continues to operate within
a limited framework, while excluding other valuable ways of thinking about human
distress and practicing science (Dean, 2017). A broadening of philosophical perspec-
tives and research methodologies that have been developed in other disciplines might
therefore help to advance the eld of mental health (Lewis, 2006; Ponterotto, 2005).

In order to better ground and support recovery-oriented care in psychiatric science, it
is vital that research practices are adapted and expanded in such way that it put service
users experiences, meaning and goals central (Farkas, 2007) and that research out-
comes provide tools to support their meaning-making processes. Various authors have
made a case for the implementation of narrative research in psychiatry for this purpose
(Johnstone & Boyle, 2018; Lewis, 2011; Scheepers, 2021; Westerhof & Bohlmeijer,
2012). In his advocacy for a narrative turn in psychiatry, Lewis (2011) argues that in
order to reform psychiatric practice towards recovery oriented care, it is requisite that
psychiatry pays more scholarly attention to the intrinsic value of narratives. From a
methodological point of view, Spector-Mersel and Knaifel (2018), have pointed out the
shared epistemological tenets of the recovery paradigm and a narrative paradigm, and
contend that narrative research generates a type of knowledge that can support personal
and holistic mental health care. Others have argued that narrative research is ideally
suited to create an additional source of evidence, that facilitates dialogue between prac-
titioners global, scienti ¢ knowledge and service users local, experiential knowledge of
mental health recovery (Rhodes & De Jager, 2014). In the Netherlands, the Psychiatry
Story bank ( Verhalenbank Psychiatrie %), has been founded for this purpose (see box 1
for a description of the project). e studies included in this thesis are part of this long
term project and aim to contribute to a much needed narrative turn in Psychiatry.

3 www.psychiatrieverhalenbank.nl
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Box 2: e Psychiatry Storybank; reuniting narrative and psychiatry

Chapter 1

e studies included in this thesis are part of the Psychiatry Story bank ( Ver-
halenbank Psychiatrie ), a long term narrative project of the University Medical
center of Utrecht (UMCU) in the Netherlands. e project was initiated by
psychiatrist and professor of innovation in mental healthcare Floortje Scheepers,
and aimed at improving care and recovery in psychiatry by studying and sharing
stories of people with lived experience in psychiatry. e project is a response to
the dominance of biological-oriented research (Scheepers, 2021) and part of the
proposed movement towards blended psychiatry : Scheepers argues that in order
to advance psychiatric care and do justice to the complexity of mental distress,
it is needed to combine professional knowledge, data science and experiential
narrative knowledge (Inaugural lecture Scheepers 2017). e Psychiatric Story
bank is the embodiment of the latter, by building a narrative data base, comple-
mentary to other research material banks such as the established biobank. e
Psychiatry Storybank was inspired by the example of the Dementia Storybank
of Anne Mei- e (see van Wijngaarden, van der Wedden, Henning, Komen, &

e, 2018) that served as a base to improve care for people with dementia and
their loved-ones. e ndings of this project are now implemented more broadly
as the social approach to care that helps healthcare professionals to better con-
nect to service users everyday lives and struggles’.

e Psychiatry Story Bank intends to provide space for all kinds of stories that
people want to share about their experiences with mental distress. Researchers
collect stories through a low-structured interview. e way the interview is
performed is intuitive, as well as radically di erent from common research inter-
viewing in psychiatry: People are asked to narrate about what matters to them,
and interviewers are trained to adapt to their evolving storyline, while further ex-
ploring and deepening this story using ve broad topics (identity, social partici-
pation, connectedness, (psychiatric) help and future perspectives). As the project
is created in reaction to the curtailment of narrative space for psychiatric service
users, the aim is to open up to what matters to participants at the moment of
the encounter. Stories might be chaotic, elaborated, emancipating, comforting,
disturbing or full of resentment. Regardless of the stage of recovery, or others
opinion of the perspectives of narrators, each story is believed to contain speci ¢
qualities and lessons.

4 See Home | Sociale Benadering Dementie - Sociale Benadering Dementie
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e Story bank as a database, consists of over 300 transcribed and anonymized
interview transcripts that are used for scienti c research with consent of the par-
ticipants. Furthermore, research participants are o ered the opportunity to have
an edited and anonymized summary of their interview published on our website.

is way, the project tries to facilitate the personal and interpersonal bene ts of
story sharing for both the teller and the recipients (Rennick-Egglestone et al.,
2019).

Previous research with service users’ narratives

As | elaborated, the study of service users narratives can o er insight into the healing
and emancipatory aspects of meaning making and establish an experiential knowledge
base that can help to improve psychiatric services. In this section, I will discuss what
mental health research of service users narratives has already yielded in these areas, and
what contributions | hope to make.

Before discussing previous research, however, it is important to re ect on the di er-
ent uses of the term narrative research. Narrative research is a broad umbrella term
that covers di erent philosophical orientations and methods (Andrews, Squire, &
Tamboukou, 2008; Hyv rinen, 2008) and entails qualitative as well as quantitative
traditions (Elliott, 2008). Researchers often use the term narrative research in a in-
distinctive manner; referring to the use of narrative data, as a distinct, holistic form of
analysis (Polkinghorne, 1995). Below, I will discuss previous research broadly, includ-
ing these di erent variations of narrative research. Subsequently, and in response to
methodological challenges of contextualization, I will work towards a more speci ¢
approach in performing narrative research.

Healing narrative properties: insights from personal recovery
and narrative identity research

With regard to the healing properties of narrative meaning making, two relatively sepa-
rated research traditions of service-user narratives are relevant to discuss: research on
service users perspectives on mental health recovery, or personal recovery and research
on narrative identity and mental health.

Personal recovery, from its earliest conceptualization, has been characterized as a pro-

cess that entails a transformation of meaning. William Anthony, one of the founders of
a service-users based recovery vision in psychiatric rehabilitation, described successful
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recovery as the development of new meaning and purpose in ones life as one grows beyond
the catastrophic e ects of mental illness (Anthony, 1993, p. 527). Anthony stressed
that although mental distress and its consequences changes a persons life forever, the
meaning of these experiences in relation to the persons identity can change. Decades
of small-scale qualitative studies of service users narratives have empirically grounded
and elaborated this vision on recovery. With the uprise of the recovery paradigm in
mental health, these studies have piqued wider interest, resulting in several reviews and
synthesis of the concept of personal recovery. In one of the most recent reviews, Dell
et al. (2021) characterize personal recovery as a process of overcoming despair -marked
by internalized stigma, loneliness and powerlessness- to realize a positive sense of self and
well-being. (p. 8). Within the widely used CHIME (Connectedness, Hope, ldentity,
Meaning, Empowerment) framework of personal recovery, meaning-making processes
such as rebuilding a positive sense of self, overcoming stigma, and making meaning of
mental illness experiences, are captured as elements of nding new identity and mean-
ing in life (see appendix Leamy et al., 2011). Research has also established that within
this personal recovery process, making meaning of mental distress can be seen as an
initial task or phase (Larsen, 2004; Roe & Davidson, 2005; M. Slade et al., 2019;
Spaniol et al., 2002; Windell et al., 2015; Wood & Alsawy, 2018). Reviewing the litera-
ture on recovery in psychosis from a service users perspective, Wood and Alsawy (2018)
established that people rst need to reconcile past stress and trauma and make sense of
their mental distress, to consequently integrate these experiences into their identity and
rebuilt their selves and life.

ese ndings align closely with outcomes of narrative identity research, a research
tradition that is more theory-driven and entails qualitative as well as quantitative ap-
plications. Narrative identity research has focused particularly on di erences in both
content and form of narrative meaning making, and its relation to psychological
well-being. Speci ¢ healing properties of narrative meaning making that have been
identi ed in this tradition include a higher level of coherence and integration (Vana-
ken et al., 2022), redemption themes (the idea that you can get better from negative
events), and emotional closure (McAdams, 2011). Furthermore, within the context of
psychotherapy, agentic narratives have been found to precede improvements in mental
health (Adler, 2012). Both research traditions thus indicate that di erences in form and
content of narrative meaning could provide valuable therapeutical directions to support
the meaning making of distressful experiences.  erefore, in my research I will try to
extend and deepen insight into di erences in the way psychiatric service users make
meaning of mental distress.
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Harboring an emancipatory tradition: meaning making as a
process that can be facilitated

Meaning making can be studied as a process, as well as a product or end-result (Park,
2010). Research into personal recovery usually focuses on gaining insight into processes
of change in service users narratives through qualitative analysis (Farkas, 2007), while
most narrative identity research uses quantitative methods to score narratives as a
product of meaning making (Adler et al., 2015). Although the latter approach is use-
ful for establishing links between narrative characteristics and well-being, it carries a
risk of incorporating a de cit approach when characterizing the narrative meaning
making of speci c service users groups. For instance, in a recent meta-analysis of nar-
rative identity research, narratives of people with psychosis are characterized as lacking
meaning (Cowan, Mittal, & McAdams, 2021). Such typi cation may result in overly
pessimistic and generalized view on the meaning-making capabilities of people with
mental distress that runs counter the hopeful premise of the recovery vision. Roe and
Davidson (2005) therefore advocate for a recovery-oriented narrative tradition in which
the focus shifts from narrative abnormalities, to service users process to overcome
meaning-making di culties in interaction with others. Such an approach is actually
in line with Mc Adams (2011) idea of narrative identity as a lifelong psychological
and social challenge that is dependent on various resources. Apart from the extensively
studied cognitive skills, McAdams also emphasized the importance of socio-cultural
factors, such as a nourishing social environment that encourages people to re ect on
their past experiences, and access to cultural resources to form a story that makes sense
to others (McAdams, 2011).

To move away from a de cit approach, it thus seems important to approach narra-
tive meaning making as a process that can be supported, and to identify factors that
in uence change. Qualitative studies on helpers and hinderers in the recovery process
have already provided insight in factors in uencing the overall personal recovery pro-
cess. Dell et al. (2021) for instance, identi ed psychiatric distress, external stigma and
negative treatment experiences as main contributors to despair, while transformation
to a recovered identity was contingent upon various factors, including social and en-
vironmental conditions that support access to basic resources and safety. Furthermore,
Onken, Dumont, Ridgway, Dornan, and Ralph (2002) have provided an extensive re-
port on helpers and hinderers on various domains. On the domain of formal psychiatric
services, the authors identi ed hindering factors such as lack of personalization, stigma
within the system and a pathology-focused organization culture. While on the other
hand, tailored care, support of risk taking and extending support beyond traditional
boundaries, were identi ed as their positive counterparts. Yet studies on hindering and
helping factors in the speci c individual process of meaning making of mental distress
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in service-users are currently lacking, while this knowledge is important to improve
psychiatric services. In this thesis | will address this gap, by inquiring what particular
hinders and helpers in the meaning making of mental distress can be identi ed.

Harboring the context that narratives offer: responding to
methodological gaps

Given the multidisciplinary tradition of narrative research (Andrews et al., 2008;
Hyv rinen, 2008) analysis of service users narratives can take many forms that comple-
ment each other. Below | will work towards a speci ¢ qualitative and holistic approach
to narrative research that responds to salient methodological gaps in the literature,
while harboring the various merits of narrative meaning making.

Firstly I will perform qualitative, rather than quantitative narrative research because
of my interest in complex and underexplored meaning-making processes, for which
a qualitative design is most suitable (Adler et al., 2015). Qualitative research entails
various schools of thought and often departs from a (social) constructivist worldview
on human phenomena.  at is, humans are seen as active meaning-making agents that
cannot be studied in the same way as passive natural phenomena (Ponterotto, 2005).
Additionally, qualitative research approach seems most eligible for studying meaning
making in a recovery oriented manner because it departs as much as possible from the
point of view of the people under study (Mortelmans, 2013).

Although a qualitative approach to narrative research is eligible for gaining in-depth
insight into meaning making of mental distress, it is not free of its own speci ¢ chal-
lenges. Narrative researchers have identi ed two important methodological gaps in the
current qualitative study of service users narratives, which both can be understood as
issues of decontextualization. e rst gap concerns a lack of holistic analysis (Mishler,
1991; Spector-Mersel & Knaifel, 2018), the second concerns analytical disregard for
the socio-cultural context of narrative meaning making (Atkinson, 2009). Below |
will discuss these gaps, their importance for recovery-oriented research, and analytical
responses to them.

Narrative as a composition: preserving context through holistic analysis

e rst gap concerns a lack of holism in analyzing service users narratives. Most
mental health recovery research consist of identifying common themes in narratives of
service users, an analytical approach that Polkinghorne (1995) refers to as analysis of
narratives . By contrast, he de nes narrative analysis as a distinct approach to analyzing
narrative. e hallmark of this approach to data-analysis is holism (Riessman, 2008;
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Sools, Murray, & Westerhof, 2015; Spector-Mersel, 2010; Tuval-Mashiach, 2014)
which means that the story is treated as a whole unit of interconnected story elements
that cannot be ordered and thematized separately from each other, the storyteller and
the storytelling context. Spector-Mersel (2010) distinguishes ve principles of a ho-
listic strategy: Treating the story as a whole unit; regard for both content and form of
the story; attention for the context of production; analysis of both life and story; and
employing a multidimensional and multidisciplinary lens. Based on a review of mental
health recovery research, Spector-Mersel and Knaifel (2018) concluded that this holistic
principle is often blurred in the analysis of service users narratives (Spector-Mersel &
Knaifel, 2018). Analysis of the thematic content of narratives is most common in re-
covery research (Llewellyn-Beardsley et al., 2019). For instance, the in uential CHIME
framework for personal recovery (Leamy et al., 2011) was constructed by identifying
common themes across service users narratives. Inherently, this process of thematic
analysis entails pooling together fragments of stories to make general statements across
cases (Riessman, 2008). is approach has been very valuable to establish an under-
standing of common processes in recovery from a service users perspective. Yet, the
quality of narratives to o er context and show how storytellers connect di erent
personal experiences into a meaningful story is compromised in this type of analysis.
Prominent scholars in narrative psychology such as Bruner (1990) and Mishler (1991)
have theorized narratives as carefully constructed acts of meaning (Bruner, 1990) that
ought not to be decomposed by researchers (Mishler, 1991). Mishler even argues that
analyzing narratives in a fragmented way undermines the agency of the storyteller. He
advocates for holistic analysis to respects the storyteller as a meaning-making agent with
a life story and an intention to tell the story in a particular way (Mishler, 1991). In line
with this thinking, service users advocates have voiced concerns that by reducing recov-
ery to general processes or models, recovery research loses touch with the idiosyncratic
nature of personal recovery (Glover in Kogstad, Ekeland, & Hummelvoll, 2011) and
with the emancipatory premise that service users have the right and ability to nd their
own unique way of making meaning of their experiences (Onken et al., 2002).

us, attending to service users particular acts of meaning making and preserving the
context that their narratives o er, while also looking for broader-valid insights is an
important challenge in recovery-oriented research. e extent to which the narrative
composition can be preserved in research, depends largely on the speci ¢ methods of
analysis. In this thesis | will apply the holistic principle of narrative analysis to study
personal narratives, and identify di erent patterns of meaning between service user
narratives.  is way | try to nd a balance between the particular and the common
elements of service users meaning making.
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The embedded narrative: attending to the socio-cultural context of
meaning making

In telling his or her story the narrator makes use of this socially embedded language.
It is not fully the narrators story: its structure is conditioned by both the immediate
presence of others and the dominant plot in society.

Michael Murray (2000, p.344)

e second gap concerns the lack of attention for the socio-cultural context of meaning
making in narrative (mental) health research. Whereas the agency of service users as
actors of meaning is important to honor in analysis, it is also important to identify
the larger meaning structures that shape and restrain their narratives. Many narrative
scholars have established that stories of illness and recovery are commonly studied as
a window to a persons inner world, without considering the socio-cultural context of
meaning construction (Atkinson, 2009; Hyddgn, 1997; Johnstone et al., 2018; Mur-
ray, 2000; Woods, 2011). Yet, when people narratively construct meaning, they do so
in relation to larger meaning systems that prevail in their (sub)culture.  ese socio-
cultural narratives > communicate the social values, norms and expectations within any
particular (sub) culture, and shape individuals self-experience and stories (Johnstone et
al., 2018). As the recovery movement has highlighted, people can be limited as well as
liberated by the narratives that are shared and shaped within their socio-cultural con-
text.  erefore, harboring the emancipatory potential of narrative also requires critical
examination of relation between the internal, personal narrative on the one hand and
the interpersonal and socio-cultural dimension of service users meaning making on the
other hand.

A good example of the value of identifying dominant socio-cultural narratives and their
consequences is the work of sociologist Arthur Frank (1995). In his seminal work e
wounded storyteller, Frank identi es three di erent narrative templates or genres for
talking about illness in Western culture. e plot of what he names restitution story
is that health and normality can be restored, once adequate diagnosis and treatment
are provided with. Frank identi es this plot as the dominant narrative in both modern
medicine and popular culture. Based on his own experiences as a cancer survivor, he
contends that, although the desire for a cure is deeply human, it becomes problematic
in the case of chronic illness. More importantly, he argues that this plot type turns
people into passive subjects, as agency is preserved to the medical experts that people

5 Narrative researchers use various terms for this larger meaning-context, including meta- narratives, master narratives,
gran narratives, dominant narratives, cultural narratives, narrative templates or canonical narratives (Murray & Sools,
2015).
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rely on. Frank also identi es the alternative quest story, which entails the plot that
pain and loss of health can eventually lead to personal transformation, and acceptance
of the absence of health. He argues that this plot type is more helpful in the case of
chronic illness, as narrators become active agents in their own recovery process, and
directed towards socially sharing their insights and pain. At the same time he denotes
the risk that quest stories may romanticize illness when they become too clean and
heroic, and implicitly put down those who fail to rise of their own ashes (p. 135). With
his third genre, the chaos story he honors stories that often remain untold or unheard,
but are nonetheless lived by people in circumstances of overwhelming trouble and suf-
fering: Circumstances that do not allow for re ection and coherent storytelling. e
non-reassuring plot of the chaos story can be summarized as  ere is no way out.
According to Frank, this plot is most resisted in Western healthcare, with the ultimate
consequence that people with complex illnesses are deemed treatment resistant and
given up on (p. 112).

As one might notice, Franks critique on the restitution story is similar to critiques on
the medical model, and the plot of the quest story overlaps with the idea of recovery
as a transformative experience, while chaos stories might apply most to people amidst
a mental health crisis. Accordingly, the few scholars that have studied di erent genres
in relation to narratives mental health recovery have mostly used Franks typology as
a starting point, and further elaborated it to better cover a diversity of mental health
recovery narratives (Llewellyn-Beardsley et al., 2019). Drawing on  ornhill, Clare,
and May (2004), Llewellyn-Beardsley et al. (2019) come to a synthesis of four genres
in mental health recovery narratives: Escape, Endurance, Endeavor and Enlightment.

e latter genre is a variation of the quest story, which comprises stories of recovery as
a journey of discovery that leads to empowerment and self-actualization. e endeavor
genre in this typology is similar to Franks restitution story and convey a focus on man-
aging illness and restoring order. Complementary, the endurance genre comprises the
more chaotic stories about trying to survive loss, trauma and di cult circumstances.
Lastly, the escape genre consist of stories about resistance to maltreatment, stigma and
oppressive systems. is last genre is similar to what Arthur Frank has described as
manifesto, an activist variation of the quest story that calls for social action (Frank,
1995, p. 120).

Identifying and preserving this kind of narrative diversity in recovery-oriented research
allows for recognition of both dominant and marginal story types and the di erent
lessons they teach. As maintained by Frank (1995), it is the contrasts between these
di erent story types that helps to re ect on the consequences of di erent socio-cultural
ideas of (speaking about) mental distress. Although identi cation of di erent socio-
cultural narratives and their ideological load is common in (narrative) sociology, it
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tends to remain strictly separated from psychological readings of narratives (Goodbody
& Burns, 2011) thereby missing the opportunity to see how larger cultural ideas and
norms are incorporated in the way people try to make sense of their lives (Lewis, 2011).

is is why a holistic approach to studying narrative also entails a multidisciplinary lens
(Spector-Mersel, 2010). Murray (2000) and Murray and Sools (2015) have translated
this idea in a methodological guide for analyzing narratives that fosters researchers to
pay attention to the personal, interpersonal and ideological levels of the narratives and
to come to new insights by connecting them.

In conclusion, narratives are not merely personal, but deeply intertwined with interper-
sonal and socio-culturally available narratives.  erefore, in this thesis | analyze service
users narratives on di erent (personal, interpersonal and socio-cultural) levels and con-
nect the analysis of personal meaning making with the broader socio-cultural context of
their narratives. To harbor the emancipatory value of narrative within recovery-oriented
research, it is important to identify dominant as well as marginal narrative genres and
re ect on the ways they shape the identities and lives of people with mental distress.
Consequently, I aim to preserve narrative diversity in the process of analysis and try to
demonstrate how di erent narrative genres create di erent directions for recovery.

Box 3: Researcher re exivity and positioning: subjectivity as a resource

One major di erence of qualitative research as opposed to quantitative research
is that methods are less standardized, and there is no uniform understanding of
doing it right. Rather, good practice in qualitative research involves re exivity,
creativity and adaptation during the process of research (Mortelmans, 2013).
Within an interpretivist paradigm, subjectivity of both the researcher and re-
search participant are seen as inevitable, but not necessarily as a problem (Braun
& Clarke, 2021; Ponterotto, 2005). Hence, | acknowledge that my research is
inevitably in uenced by my own professional background and lived-experience,
but conceive of it as a resource. Being trained in both clinical psychology and
medical anthropology & sociology -and within very di erent scienti ¢ para-
digms- has made me more re exive about the scienti ¢ production of knowledge
itself, but has also given me a variety of concepts to think about mental distress
and its context. Furthermore, | bring in my own lived-experience, that entails
perspectives from di erent roles: that of being a (former) mental health practitio-
ner, and that of collapsing and recovering from my caregiver role. Knowing how
it feels to both give care and need care, has made me empathic for the struggles
of people on both sides of the table in mental health, and has made me realize
how uid and context-dependent their di erences are. Nonetheless, I also think
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there are some important conditions required, for researchers subjectivity to
become a resource in science. Firstly, the research process should be re exive and
designed in such way that researcher assumptions are challenged and developed
in interaction with di erent stakeholders. A second condition for working criti-
cally with researcher subjectivity is rigor. Analysis should be thorough, detailed
and systematically performed in order to ground research ndings in the data
instead of jumping to conclusions that were already anticipated by the research-
ers. Quality measures to enhance these processes have been extensively described
in international standards for good practice in qualitative research, (O Brien,
Harris, Beckman, Reed, & Cook, 2014) and have o ered important guidance in
my research design and process.

Working with a multidisciplinary research team of the Psychiatry Story bank
and being consulted by a project team that included researchers, clinicians and
experts by experience was one way to establish good practice. Furthermore, a
process of member-checking (described in the subsequent chapters) has been a
key step in the process of validating my research results and identifying blind
spots and implicit assumptions. An important blind spot | was made aware of
was related to my position as a former mental healthcare practitioner: | initially
overfocused on the positive role of mental healthcare professionals in personal
recovery. As Frank (1995) has exposed, this kind of thinking can make the hero-
ism of ill people subordinate to that of the healer and undermine their agency.
My professional hero complex was corrected by the narratives and feedback of
service users. Firstly because they con rmed that recovery is about what people
themselves do, together with others, in order to live with mental distress in their
everyday lives. Secondly, and contrary to my expectations, because the role of
mental healthcare professionals proved not to be as positive as | anticipated.

us, throughout the dynamic research process my own perspectives on mental
health(care) changed.

Research aims and questions

In summary, the overall aim of this thesis is to contribute to the development of recov-
ery-oriented psychiatric care, by deploying and demonstrating the value of narrative
research for the eld of psychiatry. Service users narratives have the potential to o er
therapeutical directions, enhance empowerment, and improve psychiatric services. I try
to harbor these merits of service users narratives through comprehensive methodologi-
cal choices within a qualitative research paradigm.
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Previous research with service users narratives has established that mental health recov-
ery entails a transformative process of meaning making of mental distress. e aim of
my research is to extend insight into service users meaning making of mental distress.
I expect that insight into di erences in meaning making can o er therapeutical direc-
tions for better attunement to individual service users in psychiatric care. Furthermore
I will try to gain in-depth insight into service users meaning making of mental distress
by cultivating the context that narratives o er. In response to methodological gaps in
previous studies, | will make use of holistic narrative analysis to preserve the coherence
of personal stories while also providing insight into the socio-cultural context of these
stories. e latter is of particular importance to see how di erent, socially shared mean-
ings shape peoples recovery process.

In addition, | will build on a recovery-oriented tradition of studying recovery as a pro-

cess, and identifying facilitators and barriers to better understand how the process of

creating helpful meaning of mental distress can be supported. | expect that inquiry of

service users narratives will provide insight into individual, as well as interpersonal and

socio-cultural factors that in uence the meaning making process. Subsequently, | want

to gain insight into the speci ¢ role that psychiatric services play in this process and
nd directions for enhancing recovery-oriented psychiatric care.

In sum, the following questions are central to my investigation:
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in meaning making as part of personal recovery. We illustrate what this approach yields
in a qualitative study of service users narratives from the Psychiatry Story bank. De-
scribing four di erent ways in which service users make meaning of their experiences
with mental distress, we illustrate the interconnectedness of the personal, interpersonal
and ideological context of each of these narrative genres.

After this initial transdiagnostic study of service users narratives (Chapter 2) the focus
in the remaining chapters (3, 4 and 5) shifts to narratives of service users with psychotic
experiences. In the process of analysis, we established that meaning making in recov-
ery of psychosis is a highly challenging and urgent process, but also a very complex
phenomena to disentangle, because of the complicated interaction between di erent
individual, interpersonal and structural factors involved. We took this observation as a
starting point for further investigation.

In Chapter 3 we explore the meaning making process of people with psychosis with the
help of the conceptual framework of narrative identity. Challenges to the construction
of the narrative identity of people with psychosis have been studied extensively. With
this study we wanted to contribute to a more recovery-oriented approach, by approach-
ing adaptive meaning making as a context-dependent process that can be supported. In
this study narratives of people with psychosis, we speci cally focus on how people with
psychosis make meaning of traumatic experiences. e clinical relevance of this topic is
twofold. Firstly, trauma is theorized to cause various disruptions in narrative identity.
Secondly, traumatic experiences of people with psychosis have been found to remain
underexplored and addressed in psychiatric care. In the article we provide in-depth
descriptions of four di erent patterns of meaning making of trauma and associated
hindering and helping factors in the meaning-making process.

e outcomes of the rst two studies raised our awareness for the institutional context
of meaning-making challenges of people with psychosis. In Chapters 4 and 5 we there-
fore take a closer look at the experienced hindering role of psychiatric services in the
personal recovery process of people with psychosis. In another empirical chapter (4)
we delve deeper into the subject of stigma within mental healthcare. Here, we use the
concept of microaggression to inquire subtle forms of stigma, as described in service
users narratives. is study aims to expand insight into the various forms that microag-
gressions can take, as well as their consequences for the recovery process.

e disregard for service users perspective that we identi ed in Chapter 4 was asso-
ciated with disengagement from psychiatric services on the long term. Our essay in
Chapter 5 provides professionals with directions to better engage with service users
meaning making. In this chapter we challenge the narrow and medically-oriented frame
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in which people with psychosis are supposed to make meaning of their condition. e
objective of this paper is to outline the limitations of the prevailing conceptualization
of illness insight in clinical practice and research, and propose an alternative, narrative
understanding of insight that better aligns with the principles of recovery-oriented care.

Chapter 1

Lastly, Chapter 6 concludes this thesis with discussing the research ndings and their
implications for psychiatric science and practice.
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Chapter 2

Abstract

Aim: Enhancement of recovery-oriented care in psychiatry requires insight into the
personal meaning and context of recovery. e Psychiatry Story Bank is a narrative
project, designed to meet this need, by collecting, sharing and studying the narratives
of service-users in psychiatry. Our study was aimed at expanding insight into personal
recovery through contextual analysis of these rst-person narratives.

Methods: We analyzed 25 narratives, as collected through research interviews. To capture
the storied context on both a personal, interpersonal and ideological level we combined
several forms of qualitative analysis. A total of 15 narrative characteristics were mapped
and compared.

Results:  rough comparative analysis we identi ed four narratives genres in our sample:

Lamentation (narratives about social loss), Reconstruction (narratives about the impact

of psychosis), Accusation (narratives about injustice in care), and Travelogue (narratives

about identity transformation). Each genre provides insight into context-bound dif-
culties and openings for recovery and recovery-support.

Conclusion: A contextual approach to studying personal recovery o ers insights that can
help attune recovery support in psychiatry. Important clues for recovery support can
be found in peoples narrated core struggle and the associated desire to be recognized
in a particular way. Our results also indicate that familiarity with di erent ways of un-
derstanding mental distress, can help people to express and reframe their struggles and
desires in a helpful way, thereby facilitating recognition.
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Introduction

Enhancing personal recovery has become central to mental health care reforms across
the Western world (Kidd, McKenzie, & Virdee, 2014; Slade, 2009a). Grounded in
the experiential knowledge of psychiatric service-users, personal recovery has been
characterized as a deeply personal process (Anthony, 1993; Farkas, 2007) that involves
processes of connectedness, hope and optimism about the future, identity, meaning in
life and empowerment (Leamy, Bird, Le Boutillier, Williams, & Slade, 2011)6. is
conceptualization can be contrasted with the cure -oriented concept of recovery as
remission of illness or clinical recovery- that has dominated psychiatry for the last
decades (Davidson & Roe, 2009). Research has demonstrated that personal and clini-
cal recovery are not necessarily associated (Castelein, Timmerman, van der Gaag, &
Visser, 2021; Leendertse et al., 2021; Roe, Mashiach-Eizenberg, & Lysaker, 2011; Van
Eck, Burger, Vellinga, Schirmbeck, & de Haan, 2018). As a consequence, symptom
focused treatment is not likely to enhance personal recovery without additional support
(Leendertse et al., 2021).

Chapter 2

In order to sustain such recovery support, an ampli cation of resources and methods
in psychiatric research is needed. Numerical and general evidence on recovery, as gen-
erated by dominant quantitative research methods, is unable to provide insight into
the context and meaning of personal recovery. To understand what is meaningful and
relevant to a person, requires attention for the subjective experience of recovery, with
reference to the persons life history and socio-cultural context (Carless, 2008, 234).
Traditionally, the recovery approach has been intertwined with narrative research, as
the philosophical underpinnings of these paradigms strongly align (Spector-Mersel &
Knaifel, 2018). Moreover, narrative research allows for the synthesis of personal stories,
enabling them to be considered a source of evidence (Rhodes & De Jager, 2014). How-
ever, the study of narrative has developed largely outside of psychiatry (Lewis, 2011).
Over the last decades, various research-practitioners have made a case for qualitative,
humanities-based inquiry of patients narratives in medicine. ey have argued that
listening to the stories of people with lived experience is indispensable to come to a
deeper understanding of recovery and to advance person-oriented care (Frank, 1995;
Johnstone & Boyle, 2018; Kleinman, 1988; Lewis, 2011).

e present paper presents a study that was designed to obtain contextual understand-
ing of personal recovery to inform psychiatric practice. For this aim we scrutinized the
narratives of service-users as collected in the Psychiatry Story Bank . Our study departs

6 ese processes were identi ed in a systematic review and narrative synthesis of 97 papers, and were given the acronym
CHIME. Although there is ongoing debate about de nitions of personal recovery, the CHIME framework continues
to be a widely endorsed conceptual framework, see van Weeghel, van Zelst, Boertien, and Hasson-Ohayon (2019)

41



Chapter 2

from a social-constructivist philosophy. We approach the narratives not as neutral
re ections of the tellers world, identities and social relationships, but as playing an
active role in creating them (Jorgensen & Phillips, 2002).  eir stories are shaped by
the social context, but their stories, too, shape that context. Hence, we assume that the
way people construct meaning in their narratives has real life impact on their recov-
ery (Frank, 2012; Lewis, 2011). is philosophy aligns with widely used concepts of
personal recovery as a process of transformation of meaning making (Anthony, 1993;
Farkas, 2007) and narrative as one of the key instruments to enact such transformation
(Smith-Merry, Freeman, & Sturdy, 2011; White & Epston, 1990).

Previous qualitative research on personal recovery has focused mainly on similarities
in service-users accounts, identifying key processes (Dell, Long, & Mancini, 2021;
Leamy et al., 2011; Stuart, Tansey, & Quayle, 2017), phases (Andresen, Oades, & Ca-
puti, 2003) and hindering and facilitating factors (Dell et al., 2021; Onken, Dumont,
Ridgway, Dornan, & Ralph, 2002). Based on the initial exploration of our narrative
data, we concluded that the unique context they o er, holds out the prospect of adding
valuable insight into the lived experience of recovery, as the storied context illuminates
di erences in what is of importance to whom, and what assumptions and experiences
tellers rely on. Although a focus on understanding phenomena in context, is central to
qualitative research in general, and narrative research in particular (McGrath & John-
son, 2003; Tuval-Mashiach, 2014), translating it into the process of data-analysis is a
challenging and under-addressed issue (Zilber, Tuval-Mashiach, & Lieblich, 2008). In
this study, we build on two important leads for analyzing storied context from the nar-
rative literature. We will shortly discuss these leads and their signi cance for recovery
research.

e rst lead is found in the idea that a narrative has an internal, or hermeneutic con-
text. In order to preserve this context, narrative data should be studied as a holistic
unit.  is holistic principle is considered to be a central and distinguishing prin-
ciple of narrative analysis (Lieblich, Tuval-Mashiach, & Zilber, 1998; Riessman, 2008;
Spector-Mersel, 2010b). It maintains that various aspects of individual experiences are
intertwined in the narrative, and therefore cannot be understood separately (Spector-
Mersel & Knaifel, 2018). Analysis, then, should be directed at preserving the personal
context and coherence of narrative accounts. In the case of recovery narratives, holism
is argued to be urgently needed because it enables the appreciation of people living with
mental distress as multifaceted persons with experiences beyond illness (Spector-Mersel
& Knaifel, 2018) and for the embedding of their experiences into a narrated life history
(Mishler, 1991).
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e second lead entails the idea that the individual narrative is related to and structured
by an external, or socio-cultural context that needs to be explicitly addressed in analysis
as well (Atkinson & Delamont, 2006; De Fina & Georgakopoulou, 2008; Frank, 2012;
Hyd@n, 1997; Mishler, 1991; Riessman, 2008). As Murray points out: In telling his or
her story the narrator makes use of socially embedded language. It is not fully the nar-
rators story: its structure is conditioned by both the immediate presence of others and
the dominant plot in society (M. Murray, 2000, 344).  us, he encourages researchers
to move beyond analysis on the personal level of the narrative, to include and connect
interpersonal and ideological levels of context as well.

Chapter 2

e interpersonal context, refers to the in uence of the listener or imagined audience
that in uences how narratives are shaped (M. Murray, 2000). People enact identities,
justify actions (Spector-Mersel, 2010a) and seek recognition (Frank, 1995) through the
stories they tell.  us, analyzing narratives as performances with rhetorical properties,
can provide insight into how people want to be understood (Atkinson & Delamont,
2006; Bamberg, 1997; Deppermann, 2013; Lucius-Hoene & Deppermann, 2000),
thereby respecting the narrators desires and intentions (Mishler, 1991; Shapiro, 2011).

e ideological context refers to the embedding of individual narratives in culturally
shared stories, or meta-narratives  ese meta-narratives comprise dominant plots about
illness, normality and the meaning of su ering (M. Murray, 2000). For example, the
dominant medical meta-narrative in the Western world has been characterized by
sociologist Arthur. W. Frank as the restitution narrative, in which return to health
and normality is desired and symptoms have to be controlled through professional in-
tervention. As Frank demonstrates, the reconstruction narrative falls short in the case of
chronic illness and can undermine ill peoples capacity to become the hero of their own
story (Frank, 1995). In the case of mental health recovery research, it is important to
analyze and explicate these meta-narratives and their consequences, in order to facilitate
the construction of destigmatizing counter-narratives (Llewellyn-Beardsley et al., 2019;
Murray, 2000; Spector-Mersel & Knaifel, 2018). In fact, the creation of normalizing
and self-authored narratives that encourages people to rediscover their selves beyond
illness has been central to the empowerment of service users (Nurser Kate, Rushworth,
Shakespeare, & Williams, 2018).

Although the importance of holistic analysis of both the personal, interpersonal and
ideological context of narratives in recovery research may seem evident in theoretical
elaborations, this importance is not clearly re ected in prevailing research practice.
Reviewing narrative studies on mental health recovery, Spector-Mersel and Knaifel
(2018) identi ed that the holistic principle was often disregarded in the process of data-
analysis. Other scholars have observed that researchers often neglect the socio-cultural
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context of narratives (Atkinson & Delamont, 2006), or exclusively focus on either the
personal or social dimensions of the telling (Goodbody & Burns, 2011; Murray, 2000).

In our research we attempt to address these forms of de-contextualization, in order
to come to a better understanding of personal recovery. Based on the literature and
re ective engagement with the narratives under study, we put together an analytical
framework that facilitates contextualization of personal recovery. Our central research
question was: What can we learn about personal recovery and recovery support through
analysis of the storied context that rst-person narratives o er? Below we will rst
outline the context and methodology of our research project and explicate how we
elaborated the idea of personal, interpersonal and ideological context into an analytical
framework for inquiring psychiatric narratives. Subsequently, the outcomes and merits
of a contextual approach for improving recovery support in psychiatry will be discussed.

Materials and methods

Setting

is study is part of the Psychiatry Story Bank, a project initiated by the department
of psychiatry of the University Medical Center of Utrecht (e Netherlands). In this
project, we invite service-users, their loved-ones and (informal) caregivers to share their
stories through an open interview. e aim of the project is to improve psychiatric care
and recovery support, through the study of personal stories. is initial study focused
on the stories of the subgroup of service-users to inquire personal recovery.

Sampling and participants

Participants in this study were people that made use of psychiatric services in the
Netherlands.  us, enrollment was not limited to service-users of our own department.
Apart from acute crisis, no exclusion criteria were formulated. In line with the latest
clinical (van Os, Guloksuz, Vijn, Hafkenscheid, & Delespaul, 2019) and narrative
(Llewellyn-Beardsley et al., 2019) insights, we took a trans-diagnostic stance in our
study. Initially, participants enrolled on the basis of convenience sampling. People could
sign up through our project website, advertised on (social) media, at conferences, and by
word-of-mouth. As we determined a selection bias towards highly educated, employed
and native Dutch participants, we adapted our recruitment strategies to maximize
variation (Patton, 2002). With the help of caregivers and community peer-workers in
less advantaged neighborhoods, we reached out for groups that were under-represented.
In the cyclic process of sampling and analysis, we noticed that variety in demographic
characteristics elicited more narrative diversity as well. After 25 interviews, saturation
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was established (Fusch & Ness, 2015).
played in table 1.

e characteristics of the nal sample are dis-

Table 1: Characteristics of the participants (n = 25) g
Gender Participants (n) Age Participants (n) g'
Male 11 20-40 5 ©
Female 14 41-60 13

61-80 7
Country of origin Employment
e Netherlands 20 Employed 10
Other (Western) 1 Unemployed/retired 8
Other (Non-western) 4 \olunteer work 7
Highest education Income
Primary school 3 Above average 5
Secondary school 4 Below average 7
Vocational education 3 Minimum income 13
Professional education 8
University 7
Partnership status Children
Partner 10 Yes 13
No partner 15 No 12
Living situation Care history
Independent 23 Multiple hospitalizations 12
Assisted living 2 Single hospitalization 5
Only outpatient care 8
Diagnostic group*
Mood disorders 10 Neurocognitive disorders 1
Personality disorders 7 Impulse control disorders 3
Psychotic disorders 7 Dissociative disorders 2
Developmental disorders 3 Eating disorders 1

Trauma and stress related 10
disorders

*Based on self-reported diagnoses, clustered in diagnostic groups as suggested by Delespaul (2017). Most
people reported diagnoses in more than one group
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Data-collection and procedure

After signing up, people were rst contacted by phone to be informed about the aim
and process of participation. Additionally, they received an information letter with
details about the study and the way their personal data would be treated. When people
gave their consent to participate, the interview was planned and conducted at a place of
the participants choosing, often resulting in home visits. All participants provided their
written informed consent. Interviews lasted 70 minutes on average. ey were all audio
taped, transcribed literately and stored anonymously in a secured database

Interviews were administered by the rst author and an interview pool of junior mental
health-care professionals between May 2018 and July 2019. We combined narrative-
and semi-structured interview techniques. e open-ended topic guide to inquire per-
sonal recovery (see appendix 1) was used in a exible way. Participants were encouraged
to guide the direction of the interview with the opening question: What story would
you like to share? . Consequently, interviewers were trained to minimize interference
with the narrators conversational ow, only intercalating into the telling to create more
depth and Il in gaps after receiving clear signs that the interviewee had nished their
story (Anderson & Kirkpatrick, 2016). All interviewers were trained and supervised by
the rst author and project team during the course of data collection. After their rst
unsupervised interview, the quality of the interview was systematically evaluated, and
desirable techniques and pitfalls were discussed. Acknowledging the interview as a co-
construction (Mishler, 1991), feedback was also directed at enhancing awareness of the
interviewers - often unconscious- narrative preferences and discomforts (Frank, 1995).

In order to ensure that participation in our study would be a recovery supportive
experience, interviewers were sensitized in terms of recovery support by an expert-by-
experience from our project team. Additionally, all research participants were o ered the
opportunity to have an edited and anonymized summary of their narrative published
on our online platform’. e platform was designed to facilitate the personal and social
bene ts of story sharing for both the teller and the recipients (Rennick-Egglestone
et al., 2019). Participants were invited to Il out an evaluation form afterwards. s
feedback was used to improve our practices.

Analysis

Our analysis was guided by the principles of a holistic, interpretative strategy. Most im-
portantly, this approach requires to treat the narrative as a whole, to regard both form,
content, and contextual embeddedness, and to study the data from an interdisciplinary
and multidimensional lens (Spector-Mersel, 2010b). Our focus in analysis was to il-
luminate and conserve the storied context that narratives o er, as a means to contextu-

7 https://psychiatrieverhalenbank.nl/
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alize recovery. We approached the narratives as momentary, subjective evocations and
evaluations of the personal and social contexts that shape their narratives. Analyzing
their stories from this perspective, then, allows us to recover those contexts. In line
with the suggestion of Murray (2000)° and other authors, we distinguished between the
personal, interpersonal and ideological level of context in our analysis. Because most
of the common methods in qualitative research do not cross the categorical binary of
individual and society (Goodbody & Burns, 2011, 190) we needed to combine several
methods of analysis for this purpose. e analytical framework that is presented in table
2 is the result of a dynamic and abductive process.  us, insights that developed while
reading the narratives and exploring di erent forms of analysis, encouraged further
reading, which in turn re ned our analysis, and so on. e analyzed characteristics were
selected on the bases of two criteria; (1) the (related) characteristics provide insight in
the narrative as a whole; (2) the characteristics di erentiate between narratives, thus
providing insight in the speci ¢ context. For an extensive overview of the literature and
methods that underlie the analysis of narrative characteristics, we invite the interested
reader to consult appendix II.

Table 2: Analytical framework

Level of analysis Personal Interpersonal Ideological

Subject of analysis Storyline/content Form/rhetoric Discourse/language

Chapter 2

Analyzed characteristics Subject Purpose MD construction
What is the narrative What is the purpose of the  How does the narrator con-
mainly about? telling? struct his/her understanding of
emes Audience mental distress in language?

What are the central issues
brought forward in the
narrative?

Life story

How can the narrated life-
story be characterized?
Struggles

Which urgent personal
struggles are expressed in de
narrative?

Resolving

How is the core-struggle
overcome or dealt with?

Who is the intended recipi-
ent of the telling?
Emotional tone

What is the prevailing
expressed emotion in the
telling?

Structure

How is the telling struc-
tured?

Appeal

How does the narrator
want to be recognized by
the audience?

MD framework(s)

Which framework(s) of mental
distress are dominant in the
narrative?

Related identity

Which identity is made possi-
ble by the narrators preferential
framework of mental distress?
Related function

What is gained by using this
framework?

Related responsibility

What are the consequences

of the framework in terms of
actions to be undertaken for
recovery?

In his initial proposal Murray distinguishes between four levels of analysis, including a positional level that entails
analysis of the di erences in social position between the interviewer and respondent. Although the positional level was
discussed in re ection sessions, we decided to exclude it from analysis because our data (collection) did not allow for

thorough analysis of this kind.

47



Chapter 2

Analysis was carried out by the rst author, in interaction with a multidisciplinary
research team. e rst author is a former mental health practitioner with experiential
knowledge, thus uniting di erent perspectives. e research line was determined by
our project team, including both mental health practitioners and experts-by experi-
ence. Data analysis lasted for a year, including extensive reading of the interviews and
interview memos. e second author closely supervised the process of methodology
development. In an early stage, three cross-reading sessions between the rst and third
author were held to compare and amplify the reading of the narratives. After the initial
analysis, we identi ed the di erences and similarities across cases in a comparative
analysis (Murray & Sools, 2015). Shared narrative patterns were further analyzed,
contrasting cases and de ning prototypical and negative cases.  is process resulted
in the description of narrative genres that were validated by the third and fth author.
Revision of all case summaries resulted in a 92 percent interrater correspondence on the
primary genre.

Additional to researcher triangulation, we engaged in member checking to augment the
credibility of our analysis. Since our research is aimed at transforming mental-health
practice, we broadened the notion of member-checking by including intended users
of the research, practicing so-called audience-validation (Loh, 2013). In total, we
organized three feedback sessions of 90 minutes, with respectively a lived-experience
panel (N=5) and two practitioner panels (N=8). In these sessions, our provisional nd-
ings were submitted and discussed to verify their credibility, value and e ect. From the
sessions with practitioners, we learned that genres were found credible, but carried the
risk for rei cation. Experts by experience further encouraged a contextual approach to
understanding recovery, but warned for an overly neat and systemized framing of the
process of recovery, that they experienced as rather chaotic, asynchronous and ambigu-
ous. Another point of critique was the use of professional health care terminology in
the description of the results. We revised our results description, incorporating these
points of critique.

Results

In order to come to a contextual understanding of recovery in psychiatry, we analyzed
the narratives of 25 service-users. Our framework for analysis was designed to capture
both the personal, interpersonal and ideological context of the narratives. Comparative
analysis led to the distinction of four genres, which we named Lamentation, Accusa-
tion, Reconstruction and Travelogue. We understand these narrative genres as forms
of rhetorical action that are speci ¢ to the research setting and interaction, as opposed
to static categorizations (De Fina & Georgakopoulou, 2008; Devitt, 2004; Hyv rinen,
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2008). A synthesis of the characteristics of each genre and context is displayed in tables

3-5.

Table 3: Syntheses of results on the personal level

Genre

Subject

Main themes Life story

Core struggle

Resolving

Lamentation

Reconstruction

Accusation

Travelogue

Mental distress

Mental distress

Care

Recovery

Loss of familiarity Marginalization

Self-loss
Shame
Social support

Anxiety Over-demand
Alienation from

reality

Hospitalization

Career disruption

Dependency Deviation
Stigma
Power- inequality

System barriers

Disturbed child-
hood
Emotional
expression
Self-insight
Empowerment

Adaptation

Struggling with
social decline

Struggling with
meaning

Struggling with
rejection

Struggling with
neglected needs

Finding socially
accepted ways to
express pain

Meaning making
through occupa-
tion

Finding a com-
mitted caregiver

Surrendering to
repressed pain

Table 4: Synthesis of results on the interpersonal level

Genre

Purpose

Audience Tone

Structuring

Appeal

Lamentation

Reconstruction

Accusation

Travelogue

Share grief safely

Order experiences Self

Convince

Provoke change

Inspire
Belong

Interviewer Sorrowful

Wondering
Professionals Resentful
Peers Re ective

Associative

Chronological

Argumentative

Plot driven

Recognition of
dignity

Recognition of
capability

Recognition of
humanity

Recognition of
sensitivity

49

Chapter 2



Chapter 2

Table 5: Synthesis of results on the ideological level

Genre Mental distress ~ Mental distress  Related identity  Related function Related respon-
construction Framework(s) sibility
Lamentation Mental distress as  Taboo framework Tough person Protects dignity ~ Restoring nor-
weakness mality
Reconstruction  Mental distress as  Medical and Recovering client  Facilitates accep- ~ Symptom- man-
social isolation participation Person with psy-  tance of assistance agement
framework chiatric history O ers future Avoidance of
perspective distress
Occupational
engagement
Accusation Mental distress Social justice Injustice ghter ~ Reduces feelings  Not giving up
as a necessity for  and humanistic  Human being of powerlessness  on life
care frameworks Commits others  Fighting to get
to care the
right care
Travelogue Mental distress as  Psychotherapy, Vulnerable person Legitimatesand  Being connected
disconnected self  recovery and Expert by experi-  values vulner- and open to self
spiritual ence ability and others
frameworks

e overview of characteristics is meant to provide insight into the di erences between,
and relations within the genres. However, in order respect and demonstrate the holistic
character of the narratives, we will illustrate the outcomes by discussing four narratives
that represent the di erent genres. Below, we will set out what these narratives can
teach us about recovery, and illustrate how contextual analysis helped to come to these
insights.

Lamentation (N=3)

IS genre was scarce in our sample, and particularly represented by people that were
recruited in community centers in less advantaged neighborhood. e name refers to
the grief that is expressed by the tellers.

rough a contextual analysis of these narratives, it became apparent how stigma can
deepen the experience of loss brought about by mental distress. We will illustrate this
with the story of Rana, a 67-year-old widow and mother, with a non-western migration
background. Rana lives independently and has a volunteer job. She signed up after
meeting the interviewer at her community center.

50



Recovering context in psychiatry

Interpersonal context

Rana does not explicitly refer to a purpose or audience she has in mind. Her telling is
directed at the interviewer, whom she welcomes as a new friend. Rana tells in a dra-
matic, and associative way, moving back and forth between scattered memories. She
indicates that her loved-ones lost patience with her sorrow. Participating in our study,
then, seems an opportunity for emotional support to her: An encounter to share her
grief without risks. We identi ed the appeal of her story as a demand for recognition
of both her pain and dignity. She seems to implicitly ask Am I still worthy, considering
everything | have lost?

Chapter 2

Personal context

Ranas narrative evolves around experiences of mental distress and the impact it has had
on her social life. She tells of how she lost her way after the death of her husband, and
discloses how she used to dwell the streets, feeling lonely and anxious. Other parts of
her narrative involve references to her hospitalization.  rough analysis of the personal
context, we learn that Ranas mourning exceeds the loss of her husband. Loss of social
support, normality and identity are important themes of her narrative:

Every time | get into trouble, | see my deceased father in my dreams, and beg him:
Help me, | just want my normal life back, but this- I just cant manage () | want
the old Rana back  She was fun, sociable. 1 mean I can still  thats what they
say - But inside | am pain, sorrow, lots of sorrow.

roughout her telling, Rana depicts her old self as an outgoing and tough woman.
She illustrates how she used to enforce respect upon others, using her mouth as a
weapon - an attitude that gains meaning in the light of her narrated life-history. Rana
refers to the impact of growing up in the harsh environment of an immigrant camp.
She relates the experience of witnessing domestic violence in her community as a child,
to a decision to arm herself to keep her family save. She seems to perceive of her current
troubles as a threat to her carefully built up social status and struggles with the social
decline that her loss of normality entails. Between the lines, she sketches an image of
various friend and family members that distanced from her when she lost her old ways:

ey said, this is not how we know our mother, this isnt her. You know? Especially
my grandchildren took it badly. Cause when | was there [in the institution], they
didnt want to visit their grandmother. Even though | asked them to. But they said:
this is not our grandmother.

Although her hospitalization has been a shock to Rana, she also relates it to the discov-
ery of her creativity . She tells of how her mentor is worth gold to her, encouraged her
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to involve in expressive therapy, and arranged a workshop for her after her dismissal.
She indicates that art continues to be an important outlet for her sorrow and that her
grandchildren have already claimed some of her works. Art, then, seems to 0 er a start-
ing point for resolving her struggle with social decline and a possibility to regain her
dignity.

Ideological context

Ranas narrative draws heavily upon a stigmatizing framework. She conceptualizes
mental distress as a form of weakness. Consequently, acknowledgment and disclosure
of mental distress seems taboo to her. Moving on with life, and being among normal
people is what Rana longs and strives for in recovery. She seems to protect her dignity
by splitting: referring to her distressed self as another lady . Rana resents her children
for administering her to a psychiatric ward, and dissents ercely from her fellow service
users by devaluating them as crazy , dumb, smelly and pitiful .

I do blame my children, you know. | mean, it had to- But | blame them for sending
me there [the institution]. Of course they couldnt stay with their mother all the time.
But then I ended up there (). And I thought, what am | doing here between all
those crazy people?

Rana seems to have limited access to other, more compassionate frameworks of mental
distress. However, a framework of expressive therapy apparently o ers her an opening
to a new story: One that values the outlet of mental distress and o ers socially respected
ways to do so.

Conclusion

rough contextual analysis of Ranas narrative, we learned about the mutual enforcing
relationship between her mental distress and loss experiences. We came to understand
that mental distress poses a serious threat to Ranas social status and support system and
nourishes her desire to restore normality. Ranas narrated life-story sheds light on the
importance of strength, and the urgency to protect her dignity. However, understand-
ing mental distress as a form of weakness has brought Rana to a deadlock in rede ning
who she is amidst mental distress, leaving her no possibilities but denial and rejection
of who she has become. e opening for recovery in her story consists of the discovery
of art as a means to express her pain. Art seems to o er her possibilities to reconnect
with her loved ones and to elicit recognition for both her sorrow and dignity.

Reconstruction (N=5)

is genre was speci ¢ to people that lived through psychosis and mainly represented
by men. Most of the narrators were encouraged to participate in the study by someone
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within their network. e name refers to the tellers endeavor to recall and own past
events.

rough contextual analysis of reconstruction narratives, it became apparent how mak-
ing meaning of ones life is complicated by the speci ¢ experience of psychosis. We will
illustrate this with the story of Robert, a 40 year old, single and native Dutch man.
Robert is living independently and has a volunteer job. His peer worker encouraged
him to participate in the project, after initial hesitation.

Chapter 2

Interpersonal context

On beforehand, Robert indicates he is not usually occupied with events from the past
and that it might be hard for him to talk on his own initiative. e interview takes him
considerable e ort. Roberts telling seems self-directed, as he is very concentrated and
turned inward. It appears as if he is ordering his past for the rst time. In doing so,
he depicts the long way he has come. Both the content and act of his telling seems to
con rm his fragile, but growing sense of possibilities in life. Consequently, his telling
was read as an appeal for recognition of his capability.

Personal context

Roberts narrative is mainly about the experience and impact of mental distress on his
life course. Lost future perspective, particularly in terms of a professional career, is a
recurrent theme of his narrative. Robert tells how his problems -diagnosed as disorga-
nized schizophrenia -prevented him from graduating high school, leaving him bereaved
of his dream to study medicine. He also tells about the overwhelming anxiety and
distrust he experienced during various psychotic episodes as well as the deep depres-
sion that followed after hospitalization. His di culties to retrieve past events can be
contrasted with his clear recalling of emotional states.

I cant clearly recall, but- | have this disorganized form- but, the fear, for being
chased and such ()  ere was a certain hesitation and insecurity, like is it really
happening or not? Like a constant questioning if everything around me was true.
So when I went out | was worried that someone would put something in my drink,
that sort of thing.  en I had these panic attacks. Eh, like I couldnt hold it together
anymore.

roughout his telling, Robert expresses how frightening it has been to him, to be
confronted with an abundance of ambiguous meaning. Robert reports how pharmaco-
therapy immediate relieved him from this burden. Although he struggled to bear the
side-e ects, and accept his reliance on it, he identi es medication as his most important
helper.
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With regard to his life-history, it is remarkable that Robert excludes his childhood
from his telling. He also prefers not to go deeper into heavy-laden subjects, such as the
harassment by his peers in high school -that preceded his rst psychosis- and the dis-
rupted relationship with his parents. He does indicate, however, that these events still
provoke anxiety and hinder him in his social life. e main struggle we identi ed in
Roberts narrative is a struggle to nd meaning, both in attributing meaning to distress-
ful experiences and in envisioning an alternative future. It appears that Robert prefers
to seek meaning in the present, rather than in the past. We learn that this preference is
met in the rehabilitation program he currently enrolls in. In occupation, Robert seems
to have found an important key in resolving his struggle with meaning.

Ideological context

Ideologically, Roberts story aligns mostly with a medical framework, locating his con-
dition in his head and talking about progress in terms of symptom containment. e
e ectiveness of medication apparently shaped Roberts thinking:

During one hospitalization -about ten years ago or so- I got a di erent medicine.
One that could potentially be dangerous. Something with thrombocytes | believe. But
that, ehm, is tested every month and everything is okay.  ose medicines really helped
me, in combination with two other pills. So I am like double or triple protected. Well,
I think that was a real good move. It really helped me. I nally found some peace, in
my head.

A medical framework apparently helped Robert to accept assistance in tempering the
highly distressful experience of psychosis. However, on an existential level, it left his
struggle with meaning unaddressed. In contrary, a focus on stabilization seems to sus-
tain his avoidance of situations that might provoke distress. By contrast, the recovery
framework that was recently conveyed by his (peer) social workers seems to have en-
couraged Robert to envision himself as a person with possibilities in life and to explore
those possibilities step by step. Although Robert is still struggling to nd out what is
feasible for him, he found a way of being the student he once imagined himself to be.

rough my volunteer job I noticed that I could still work on myself. I started read-
ing about didactics, learning strategies and such.

I do feel the absence of a family, a relationship. But well 1 feel like I have found

a way of living with this [home] studying. I dont have to think about my purpose in
life anymore. It has become a way of living. Like monks that meditate all day.
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Conclusion

rough contextual analysis, we gained insight into Roberts complex relationship with
meaning-making. Making meaning of the past has become a frightful endeavor for
him, as his very anguish is constituted by the ambiguous meaning he experienced in
psychosis. Robert came to distrust his perceptions and shows reluctance to look back
at distressful events. At the same time we learn that Robert struggled with the loss of
his envisioned life. In the context of these challenges to make meaning of both past
and future life, Robert nds satisfactory meaning by living in the present moment and
keeping his mind focused, with the help of medication. For Robert, occupation turns
out to be an important means to address his existential struggles, and to revision himself
as a person with capabilities.

Chapter 2

Accusation (N=8)

Stories of this genre were told by people with diverse backgrounds and diagnoses that
enrolled on their own initiative. e name refers to the resentment over injustice that is
expressed by the narrators.

rough a contextual analysis of these narratives, it became apparent how ghting oth-
ers, may become a last resort to suppress experiences of powerlessness and demoraliza-
tion. We will illustrate this with the story of Ida, 50 year old woman with a Western
migration background. She lives independently and is self-employed. Ida signed up for
an interview through our website.

Interpersonal context

In the enrollment form, Ida introduces herself as someone who is considered both a
successful businesswoman and a confused person in society. Aware of her acquired
capabilities and resources, lda feels responsible to speak not only for herself, but also
for unheard others. Ida is explicit about the purpose and intended audience of her nar-
rative: She wants to confront professionals and policy makers with the consequences of
an over-specialized mental health care system that excludes people with severe mental
illness from adequate treatment. Her narrative is a resentful, argumentative report of
the injustice she has experienced in care. Her literal appeal is to be to be recognized as a
human being with normal emotional needs and treated accordingly.

Personal context

e subject of Idas narrative is psychiatric care. Her narrative evolves around 25 years
of medical encounters and her ght to get the right care. Stigma, power inequality and
system barriers in care are central themes she addresses in her narrative. Ida sets out her
experiences of refusal and maltreatment by mental health institutions. She recalls how
she has been repeatedly deemed too complex and risky to treat, eventually hitting the
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bottom when she was registered as damaged beyond recovery , making her feel power-
less, and deprived from opportunities to grow.

We identi ed a struggle with rejection as central to Idas narrative. Although she does
not foreground her life-history, she depicts a background of severe childhood trauma
and disapproval. Ida continues to feel that people usually turn away from her, in re-
sponse to her troubled behavior. Whenever she senses signs of rejection, she feels she
needs to get away from the unbearable , resulting in dissociation and suicide attempts.
e tragedy for Ida is that her expectation to nd safety in care is not met. Instead she
nds herself trapped in patterns of rejection again.

Resolving in Idas narrative consists in  nding a therapist willing to commit to her.
She tells how she refused to give up hope after her nal dismissal from the institutions
and how she managed to nd an independent psychiatrist with the help of her social
network. In the extract below, she describes the healing experience of being in a safe
therapeutically relationship:

It was very special to experience, through him [the therapist] that Im not solely a
monster, or that | am not a monster, but I perceive myself as a monster. And that |
am a person who is doing things, and who is capable of having a reaction toward
someone else. He really motivated me, with his support, to dare to re ect on myself. |
knew  or there were moments | dared to understand that he was solidary and had
the courage-  at he was not afraid of me and would not break o the contact. He
showed me over and over again, that he was not leaving.

Ideological context

Ida conceptualizes mental distress as a necessity for care. Drawing on frameworks of
attachment theory and ethics of care, she locates recovery exclusively within a healing,
therapeutic relationship.  ese frameworks seem helpful to her, as they validate her
feelings of dependency and urges others to care. However, she feels that the way she
understands her own distress has been regularly neglected and silenced by professionals.
She indicates that the initial framing of her troubles as Borderline Personality Disorder
by medical professionals has been particularly damaging for her identity.

Borderline is a scary diagnosis () When you read that list, those nine points, then
you are facing a monster. I nd that di cult. And well, I nd it is badly described,
from my perspective- So well, I was shocked, that apparently, that wasme () And |
noticed that it elicits discrimination. With this diagnosis, you are constantly perceived
as someone that manipulates, thats seeks attention. So the diagnosis wasnt helping,

56



Recovering context in psychiatry

because caregivers nd it di cult to connect to someone with a diagnosis of border-
line. And they are right. But that doesnt mean it is impossible.

Despite her awareness and  ght against stigma, it causes her trouble to liberate herself
from the monster identity she apparently internalized. Adapting a framework of social
justice, then, transforms Idas personal struggles in political and legal action and seems
an important means to counterbalance the powerlessness she experiences.

Chapter 2

Conclusion

rough contextual analysis of Idas narrative, we gained insight in her complicated
voyage from powerlessness and demoralization, to growing empowerment. We came
to a deeper understanding of ldas desire to be recognized in her humanness. After a
lifelong experience of deviation and rejection, her appeal is to be seen in her similarity
to others. Although she tries hard to disentangle from the stigmatizing stories she has
been caught up in most of her life, she feel powerless to change the way she is perceived
and treated by others. Her encounters in- and exclusion from the psychiatric system
enhances her feelings of powerlessness and demoralization. Accusation and legal justice,
then, seem the only means left to her to gain some control: they con rm to her that she
is a human being that deserves equal respect and rights as others. Intellectual empower-
ment apparently serves Ida to articulate her concerns and needs. However, it is the
enactment of a humanistic and de-stigmatizing approach by others that she relies on.

Travelogue (N=9)

is genre was represented by people that enrolled on their own initiative, and had
often shared their story previously in a peer-to-peer setting. Salient was that most of
the tellers reported to be the child, sister or brother of a person su ering from mental
distress. Tellers typically described their recovery as a journey of transformation.

rough a contextual analysis of these narratives, it became apparent how recognition
of sensitivity can facilitate a sense of belonging. We will illustrate this with the story of
John, a 53 year old, native Dutch man. He lives independently, together with his wife
and children and is employed as a peer-work coordinator.

Interpersonal context

Johns narrative is a re ective and plot-driven account of lessons learned in the process

of recovery. John perceives these insights as tools that can help himself as well as his

peers. As John repeatedly stresses and legitimates his brokenness, his narrative reads
rst and foremost as an appeal for recognition of his vulnerability:
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I accept that something in me is broken, but that I can learn to live with that
vulnerability () Of course | am resilient a well, thats what other people would
say of me. But on one point it felt good to acknowledge that, because of events in my
youth and afterwards, something inside me is broken, and | wont be the same as
before those disruptive experiences.

Personal context

Johns narrative centers on where he is coming from and what made him who he is.
He describes how he tackled his childhood detachment and found connectedness with
others. Central themes of his narrative are self-insight and self-acceptance. Analyzing
his life-history has apparently been an important way of meaning making to John. He
starts his telling by linking a childhood of neglect and adaptation to his troubles later
in life:

I am a child of parents with mental illness. Both ended up in psychiatry. | also
have a brother with a birth defect, which impacted our family, and the amount of
attention | got. Looking back, I think my parents were not ready to have children.

ey struggled with their own and troubles. So, in accumulation, these circumstances
made me feel very detached. I feel like I have muted my emotions most of my life.

We learn that Johns struggle with his neglected need to attach and belong becomes
the common thread of his life. John stresses his recurrent feelings of being a mis t.
For example, when he became the rst of his working-class family to go to university:
he recalls his great ambitions and his troubles to realize them. Looking back, he now
understands his life in terms of self-ful lling failure: an expectation of not being seen
and accepted hindered him to commit to work and relationships in his adult life. John
reports how he turned to mental healthcare various times, but felt that the predominant
cognitive approaches did not help him to resolve his sense of detachment. Resolving in
Johns narrative appears after he meets his second spouse after a crisis. She supports him
to engage in Mindfulness and peer-support groups, resulting in the insight that only by
tuning in to his neglected needs and pain, he can break his pattern of detachment.

Ideological context

As we have seen, John conceptualizes mental distress as a form of detachment that is
rooted in his youth. Accordingly, his responsibility in recovery is to stay connected with
his feelings and needs, as opposed to living in his head . For John, self-connection has
become a condition to establish profound relationships with others. Johns narrative
shows that he appropriated and integrated a wide array of frameworks to give mean-
ing to his struggles. Most prevalent are several psychotherapy frameworks (schema and
system therapy) that seem to function primarily as a way to legitimate his di culties
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and relate them to his youth. Additionally, a mindfulness framework apparently helped
him to nd connection to the emotions and bodily dimension of his pain. Within a
recovery framework, then, his su ering elevates his status and facilitates a new identity
and role as an expert-by-experience.

Chapter 2

Although John has a narrative approach to describing his trouble, he also refers to the
various diagnostic classi cations that apply to him, like CPMI, ADD, depression,
dissociation, burn-out etc.  is medical terminology seems helpful to him to elicit
recognition for his vulnerability and con rm his belonging to a new group. Below he
re ects on this process:

So instead of thinking, like -what | had in the beginning- do I really t in? Cause
there is this feeling underneath, the need to belong, to connect. Well, | started to
realize that what | had gone through in my life was certainly burdensome, and that
I carry that load with me. And by recognizing that, I also have a more armory as an
expert by experience.

Conclusion

rough contextual analysis of Johns narrative, we learned about the signi cance for
John to be recognized in his vulnerability. In the context of a life-story of neglect and
adaptation, he struggled with feelings of detachment from his own needs. He felt un-
able to live up to the norms of society and belong to a social group. Within a recovery
framework, Johns personal struggles become a valuable legacy, instead of the failure he
once perceived them to be. But above all, an identity as an expert by experience o0 ers
him a new, positive identity and becomes an answer to his need to belong.

Discussion

With this study we wanted to gain contextual insight into personal recovery and recov-
er-support in psychiatry. For this purpose, we inquired 25 narratives of service-users.
We focused on three levels of storied context that were o ered by the narratives: the
personal, interpersonal, and ideological context. Comparative analysis resulted in the
identi cation of four di erent genres, which we named Lamentation, Reconstruction,
Accusation and Travelogue. By connecting the di erent levels of analysis we gained
insight into speci c, context-bound di culties and openings for recovery support.

From Lamentation narratives, we learned that some people may literally need new

stories to rede ne their lost selves amidst mental distress. e desire to return to nor-
mality that narrators of this genre express has been identi ed previously as a theme in a
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minority of recovery narratives (Stuart et al., 2017). Within our study, this desire, once
contextualized is understood as a consequence of intolerance for troubled behavior. In
line with previous recovery research, this genre con rms the signi cance of overcoming
stigma (Drapalski et al., 2013; Dubreucq et al., 2020; Leamy et al., 2011) and regain-
ing a sense of dignity (Kogstad, Ekeland, & Hummelvoll, 2011) to develop a new,
positive identity after being confronted with mental distress. A contextual approach,
however, also showed the di culty of this process for people that are deprived from
the social and narrative resources to move beyond devaluating perceptions of mental
distress. Without these resources it becomes harder to mitigate threads of devaluation
and protect ones moral status (Charmaz, 1999). Among others, caretakers® could sup-
port people by providing emancipating frameworks of mental distress that are attuned
to their social context, and help to restore self-worth.

Despite our transdiagnostic approach we found that one of the genres was exclusively
related to (male)experiences of psychosis. Reconstruction narratives demonstrated how
the experience of psychosis can complicate the act of meaning making of both past and
future life. Meaning making has been identi ed as a key process of personal recovery
and includes making sense of past distress, as well as nding meaning and purpose
in life (Leamy et al., 2011; Slade, 2009b; Wood & Alsawy, 2018). From the context
of reconstruction narratives, we learned that past-oriented meaning making can be
very threatening for people that were rst overwhelmed, and later estranged by the
abundance of meaning making during psychotic episodes.  is may explain why nar-
rators actively avoid exploration of distressful and traumatic past events. Important to
consider here, is that the professionals working with people with psychotic distress, may
sustain this pattern of avoidance, due to negative beliefs about their patients ability to
cope with past trauma, (Boevink, 2006; van den Berg et al., 2016). Giving meaning
to the future was identi ed as an important struggle in reconstruction narratives too.
Although stigma is not explicitly addressed by the narrators, they describe a process of
losing previous held hope about possible identities, being replaced by an identity of
disability. is internalized stigma (Yanos, Roe, Markus, & Lysaker, 2008) makes it
challenging to envision a satisfying future. In light of the challenges to both past- and
future directed meaning making, nding comfort and meaning in the here and now
can actually be an adaptive response. However, opening up additional possibilities for
meaning-making might further enhance personal recovery. Accumulating service-user
based research indicates that making sense of past stress and trauma and integrating
these experiences into ones identity and life, are important phases of recovery in psy-
chosis (Wood & Alsawy, 2018). Caretakers thus have an important responsibility to

9 In line with the aim of our research- we focused here on the ways caretakers in psychiatry can support recovery. It
is important to note, however, that we do not assume that all di culties are best addressed within psychiatry. Many
di culties, especially that of stigma, ask for peer-support, community work and public debate to enhance changes in
the way we perceive and deal with mental distress in society.
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break the mutual circle of fear for deregulation and provide people with the safety and
trust needed to facilitate these processes.

rough narratives of accusation, we learned that the dynamics of institutionalized
psychiatric practice can form a disempowering and demoralizing experience for people
that rely on care. Empowerment is central to conceptualizations of recovery and has
been de ned in terms of taking responsibility and control over ones own life (Leamy
et al., 2011). However, from the context of accusation narratives, we learn that people
rely on supportive relationships and systems and develop a sense of control over their
own behavior. Tragically, narrators struggle to nd such support within psychiatric
care. In contrary, they feel that their attempts to take control -by indicating how they
understand their troubles and needs in care- is undermined by the power structures
and system barriers in institutional psychiatry. Accusation narratives thus highlight that
empowerment is not an individual achievement, but a social process that requires equal
respect, both within (care)relationships and institutional structures.

Chapter 2

In line with previous nding (Onken et al., 2002), most narrators also identify stigma
within psychiatric care as an important hinderer in recovery. ey point to the dam-
aging impact on their identity of being reduced to a mental disorder. In accordance
with quantitative research ndings (Ritsher & Phelan, 2004), narratives of accusation
illustrate the association between the experience of feeling di erent from others and
feelings of demoralization. In this light, the urgency to be recognized as an equal hu-
man being becomes apparent. People who are deeply entangled in (self)stigma depend
on supportive relationships to escape the vicious circle of rejection. Caretakers could
support this process by overcoming prejudices and fear for troubling behavior and by
connecting through equality.

Travelogue narratives illustrated how people can gain a sense of belonging through
recognition of their vulnerability. Belonging and connectedness have been de ned as a
decisive factors in the process of recovery (Dell et al., 2021; Leamy et al., 2011). How-
ever, whereas previous research has stressed the importance of developing a positive-
identity beyond mental distress (Slade, 2009b), connectedness in travelogue narratives
is established through identi cation with mental distress. is opposed direction of
identity-development can be understood from the context of travelogue narratives. In
the light of a history of neglected needs and adaptation, it becomes comprehensible that
narrators might rst and foremost pro t from recognition of their fragility. Contrary to
the other genres, narrators of travelogue do not have to disentangle from self-stigma,
but rather from ideas about normality. What narratives of travelogue demonstrate, is
the importance of space for people to liberate themselves of living up the dominant
norms of society, but still be a valued member of it. Caretakers can support this process
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by dismissing people from the duty to adapt and to help them connect instead to their
embodied pain and needs.

Contributions and limitations

Researching personal recovery in psychiatry is a challenging enterprise. To develop
recovery-oriented care, we need a knowledge base to build on. However, the logics of
experience and science are not easily uni ed. Much qualitative research on personal
recovery has focused on mapping and synthesizing shared characteristics and themes
of personal accounts in order to gain insight into recovery. However, generalizing
the highly unique process of recovery seems a contradictio in terminis. Our narrative
approach might help to abate this contradiction by elucidating the shared and dif-
ferentiating contexts that determine what is of importance to people in recovery, and
why. Among others, we found important clues for personal recovery support in peoples
narrated life-struggles and the interpersonal appeal of their telling.  rough contextual
analysis, we learned that the recognition that people seek is speci ¢ and di erentiating.
We saw, for example, that recognition of vulnerability and being di erent can be crucial
for people with a life story of adaptation, whereas people that struggle with the stigma
of deviation desire to be recognized in their humanity and similarity to others.

e study of narrative is an eligible way to relate the intimate details of personal life
stories with larger paradigms in psychiatry and society (Lewis, 2011). However, in
mental health research, the balance tends to shift to the detriment of the latter (Murray,
2000). By including the social context of the narratives in our analysis, the dependency
of people in recovery on supportive others, care systems and socially available stories
was illuminated. Such an approach is important to counterbalance overly individualis-
tic elaborations of recovery, and sustain an emancipatory narrative tradition (Fisher &
Lees, 2015). We demonstrated the value of explicating and connecting di erent levels
of context as proposed by M. Murray (2000) and Zilber et al. (2008). Our results indi-
cate, for example, that familiarity with a broad repertoire of ideas about mental distress
may help people to express and reframe their personal struggles and desires in a helpful
way, thereby facilitating interpersonal recognition.

e variety of narrative genre within a small sample implicates that many di erent
stories about mental distress and recovery are possible.  is might be particularly im-
portant in the light of critiques on narrative normativity. With regard to the content
of recovery stories, Fisher and Lees (2015) have argued that current mental health ap-
proaches might impose narratives of individual achievement and autonomy to people,
to the expanse of relational ways of envisioning recovery. Additionally, expectations
about recovery as a linear process can increase marginalization and a sense of failure
when people do not meet normative milestones (De Smet et al., 2020; Fisher & Lees,
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2015). With regard to form, dominant cultural expectations of well formed narratives
-such as coherence and temporal ordering (Cunli e, Luhman, & Boje, 2004; Gergen,
2005), and their relation to wellbeing (Strawson, 2004) have been challenged as well.
Consequently, various authors have argued that in order to preserve an emancipatory
narrative tradition in mental health, extension of available narrative templates is neces-
sary (Fisher & Lees, 2015; Llewellyn-Beardsley et al., 2019; Woods, Hart, & Spandler,
2019). Our results might o er such extension, and indicate that di erent narrative
genres, comprise di erent qualities. While Travelogue for instance, might be the ideal
recovery story of insight and inspiration, the indignation of narratives of accusation
might be needed to provoke social change. Additionally, Lamentation and Reconstruc-
tion demonstrate that narratives with less articulated plots and coherence still o er
abundant insight into peoples lifeworlds.  us, creating space for narrative plurality,
also requires listeners to re ect on their own narrative preferences and discomforts
(Frank, 1995). Some methodological limitations to our work are worth noting. Firstly,
our attempt to cover and relate di erent contexts of narratives resulted in an pluralistic
analytical framework. Although methodological pluralism may be needed to capture
the richness of narrative data and promote integrated theory development (Goodbody
& Burns, 2011), it can also pose a threat to theoretical coherence (Andrews, Squire,
& Tamboukou, 2008). Secondly, it is important to acknowledge that our ndings are
grounded in one-time interviews that give a momentary impression of the evolving pro-
cess of meaning making that personal recovery entails. e narratives people construct
in a research setting are like a frozen, still photograph of their dynamically changing
perceptions of their selves and lives (Lieblich et al., 1998, 8). Although we showed
that even one-time interviews o er insight into the dynamics of meaning-making, as
people self-report on important changes in these perceptions, future narrative research
with a longitudinal design could provide deeper insight into how meaning-making is
transformed over time, and under what circumstances. irdly, our initial recruitment
strategy led to selection bias. e majority of our participants were middle-aged, native
Dutch people with a high level of education. We noted that online recruitment was
more likely to attract people that were empowered in terms of their social and intellec-
tual resources. As we started to actively reach out for socially disadvantaged groups, we
learned that our recruitment strategies had a direct impact on narrative diversity and the
genres we were able to identify. For example, the genre of lamentation, centered around
social (status) loss, was solely represented by people recruited in community centers in
deprived neighborhoods. We therefore endorse the plea of Karadzhov (2021) for better
documentation and contextualization of socio-demographic characteristics in recovery
research, in order to assess the impact of social inequalities on the recovery process.
Lastly, qualitative studies such as these are not intended, nor suitable for generaliza-
tion to the population (statistical generalization). Instead, theoretical, or conceptual
generalization applies (Maxwell & Chmiel, 2014).

Chapter 2
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In this paper we demonstrated the importance of a contextual understanding of recov-
ery. We argued that regard for context in recovery research is an important means to
make context matter in psychiatric practice. We believe that most caretakers in psychia-
try share a deep interest in the stories and context of their individual patients. However,
with the establishment of the DSM as the organizing principle in psychiatry (van Os
et al., 2019), clinical conversation has been increasingly limited to the assessment of
speci ¢ conditions, thereby creating a form of institutionalized tunnel vision (Kend-
ler & Zachar, 2008, 372). Understanding emotional distress and troubled behavior
exclusively in terms of psychiatric symptoms tends to obscure the meaning-based links
between adverse life circumstances, power inequity, and peoples intelligible responses to
them (Johnstone & Boyle, 2018). Both the methods and ndings of narrative research
have the potential to restore these links and open up clinical conversation. Based on
the current study, we encourage caretakers to listen for personal life struggles, beyond
topical symptoms; for the appeal of their patients story, beyond the explicit request for
help; and for the ideological embedding of the personal story. Listening this way may
provide deeper insight into the ways people want to be recognized and o er openings
to support them in granting that recognition.
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Appendix I: Interview guide

Main story and meaning

Opening question: What story would you like to share with us?
Alternative question: Could you tell what motivated you to share your story?

Topics to inquire

(to inquire when not brought up spontaneously)

Identity

Participation

Connectedness

Care

Meaning

Chapter 2

Example questions
(to be adjusted to evolving story)

How did these experiences a ect the way you perceive
yourself?

How did these experiences a ect your work/activities?
How did these experiences a ect your position in society?

How did people react to these experiences?
Did you experience support from your loved-ones?

What role did mental health care play in these experi-
ences?
What helped or hindered in care?

How do you look back on these experiences?
How do you look at your future after these experiences?
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Appendix II: Explanation of analyzed characteristics

Characteristic

Question

Operationalization

Sources

70

Personal level

Subject

emes

Life story

Struggles

Resolving

What is the narrative
mainly about?

What are the central
issues brought forward
in the narrative?

How can the narrated
life-story be character-
ized?

Which personal
struggles are expressed
in de narrative?

How is the core-struggle
overcome or dealt with?

a) Categorization of the text
into overarching subjects.

b) Computer assisted deter-
mination of the subject most
of the text refers to (coverage
was queried with Nvivo 12
software ).

Systematic analysis of
themes: summaries of what
is going on in each fragment.
Coding was performed in-
ductively, on a semantic level
and performed with NVivo
12 software.

Characterization through
close-reading of references

to (adverse) childhood, life-
events and recurrent patterns
of interaction in the past.

Systematic analysis of
struggles: all references to
urgent, personal di culties
that cause worry and require
e ort. Reformulated as |
have to

Assessment of:

-Helpers: factors that
positively contribute to
overcoming or dealing with
speci ¢ struggles.

-Turning points: Refer-
ences to crucial, speci ¢
experience(s) that mark the
move to a di erent trajec-
tory in recovery or gradual
processes of change.

Inspired by elaborations of
recovery narratives as one
possible, but narrow genre
(Woods, Hart, & Spandler,
2019), to be distinguished
from illness narratives
(Llewellyn-Beardsley et al.,
2019).

Based on guidelines for
thematic analysis from Braun
and Clarke (2006) and Ru-
bin and Rubin (2005).

Inspired by the elabora-

tion of Johnstone and

Boyle (2018) of narrative

as a means to restore link
between adverse life experi-
ences and peoples intelligible
responses to them.

Based on the example of
Olthuis et al. (2014) and
inspired by studies that iden-
ti ed ongoing struggles (De
Smet et al., 2020) and dif-
culties (Stuart, Tansey, &
Quayle, 2017; van Weeghel,
van Zelst, Boertien, &
Hasson-Ohayon, 2019) as an
underexposed aspect of re-
covery from mental distress.

Inspired by the work of Du-
mont et al. (2006), Onken
et al. (2002) and (Kogstad,
Ekeland, & Hummelvoll,
2011)

that demonstrated the

value of identifying helping
factors and turning points
to identify openings for
recovery support. Adapted to
our contextual approach by
relating them to struggles.
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Characteristic Question

Operationalization

Sources

Interpersonal level

Purpose What is the purpose of
the telling?
Audience Who is the intended

recipient of the telling?

Emotional tone  What is the prevailing
expressed emotion in

the telling?

Structuring How is the telling

structured?

How does the narrator
want to be recognized
by the audience?

Appeal

Assessment of:

- e narrators explicit refer-
ence to his/her motivation
to tell.

-Implicit cues in the interac-
tion or style of telling.

Assessment of all (in)direct
reference to the intended
audience the narrator wants
to reach.

Assessment of intonation
(and/or transcribed intona-
tion cues).

Characterization through
close-reading of the way the
narrator connects di erent
experiences to each other.

Assessment of:

- (In)direct-reference how
someone wants to be seen/
characteristics that narrator
highlights of him/herself.
-Reference to interactions in
which people felt particularly
(un)seen/(un)heard.

Inspired by elaborations of
narrative as an intentional,
performative act with a social
role (Atkinson & Delamont,
2006; Bamberg, 1997;
Murray & Sools, 2015;
Riessman, 2008).

Chapter 2

Literature: Based on
Llewellyn-Beardsley et al.
(2019) and Anderson and
Kirkpatrick (2016) that
identi ed tone as an impor-
tant narrative characteristic.

Inspired by elaborations

on the narrative structure

of experience, plot as a
structuring device and di er-
ences in coherence (Frank,
1995; Llewellyn-Beardsley et
al., 2019; Mattingly, 1998;
Westerhof & Bohlmeijer,
2012).

Inspired by the notion of
recovery/illness narratives as
a form of recognition seeking
(Fisher, 2008; Frank, 1995)
and Honneths theorization
of (modes of) recogni-

tion as a preconditions for
self-realization, and social
con ict as motivated by the
experience of being denied
these conditions (Honneth,
1996).
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Characteristic

Question

Operationalization

Sources

Ideological level

MI construction

MI framework

Related identity

Related function

Related responsi-
bility
in recovery

How does the narrator
construct his/her un-
derstanding of mental
distress in language?

Which framework(s)
of mental distress are
dominant in the nar-
rative?

Which identity is
made possible by the
narrators preferential
framework of mental
distress?

What is gained by using
this framework?

What are the conse-
quences of the frame-
work in terms of actions
to be undertaken for
recovery?

Systematic analysis of all
statements, terminology,
and metaphors in talk about
mental distress.

Comparison of identi ed
metaphor, statements and
terminology with those
of known frameworks of
mental distress.
Distinctions of di erent
models and metaphors of
mental distress by Lewis
(2011) were used to help
identify frameworks.

Systematic analysis of:

a) the words people use to
refer to themselves

b) We/they references to
identify inside/outside group
and the characteristics at-
tributed to them.

Assessment of positive
feelings- or actions that are
enhanced by the framework.

Assessment of references to
duties or goals in recovery.

Based on the concept of
discursive constructions *
from (critical) discourse
analysis, as described by
Ussher and Perz (2014), Van
Dijk (2015) and Montessori,
Schuman, and Lange (2012).

Based on conceptualizations
of narrative as embedded in
socially available meta-nar-
ratives (Czarniawska, 2004;
Kirkpatrick, 2008; Shapiro,
2011; Spector-Mersel &
Knaifel, 2018) or discourses
(Jorgensen & Phillips,
2002).

Based on the discourse
analytical concept of subject
positioning that clari es
the link between discourse
and possible identities, as
described by Ussher and
Perz (2014) and T rr nen
(2001). Informed by Harper
(1995) and Speed (2006).

Based on the discourse ana-
lytical idea that people can
gain something by making
use of speci c discourses, see
example of Ussher and Perz
(2014).

Drawing on the example of
discourse related practices, as
described by Ussher and Perz
(2014) Inspired by the work
of Frank (1995, 2012) and
Lewis (2011) that highlights
the ethical dimension of pa-
tient narratives and clinical
models, demonstrating that
each framework has di erent
real life consequences.
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Abstract

Background: Finding new meaning and identity in the aftermath of trauma has been
identi ed as a key process of mental health recovery. However, research indicates that
this meaning-making process is compromised in people with psychosis. Considering
the high prevalence, yet under-treatment of trauma in people with psychosis, it is ur-
gent to gain insight into how their meaning-making process can be supported.

Aim: To gain insight into how people with psychosis make meaning of trauma and
identify barriers and facilitators in their meaning-making process.

Methods: Quialitative inquiry of N=21 interviews transcripts from the Dutch Psychiatry
Story Bank. We included interviews of people who a) lived through multiple psychotic
episodes, and b) spontaneously addressed traumatic experiences in a low-structured
interview. Storyline analysis was performed to gain insight into the meaning-making
of trauma within their self-stories. Psychosocial conceptualizations of narrative identity
were used to inform the analysis. A data-validation session with four experts-by-experi-
ence was organized to check and improve the quality of our analysis.

Results: We identi ed four di erent story types: (1) Psychiatry as the wrong setting to

nd meaning; (2) e ongoing struggle to get trauma-therapy; (3) Exposure to trauma
as a threat to a stable life, and (4) Disclosure as the key to resolving alienation. Each
story type comprises a di erent plot, meaning of trauma withing the self-story, (lack of)
integration and barriers and facilitators in the meaning-making process. Overall, barri-
ers in the meaning-making process were mostly situated within mental healthcare and
stigma-related. People felt particularly hindered by pessimistic ideas on their capacity to
develop self-insight and cope with distress, resulting in limited treatment options.  eir
process of adaptive meaning-making often started with supportive, non-judgmental
relationships with individuals or communities that o ered them the safety to disclose
trauma and motivated them to engage in a process of self-inquiry and growth.

Conclusion: e outcomes illuminate the social context of the meaning-making chal-
lenges that people with psychosis face and illustrate the devastating in uence of stigma.
Our outcomes 0 er guidance to remove barriers to adaptive meaning-making in people
with psychosis, and can help clinicians to attune to di erences in the meaning-making
of trauma.
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Introduction

People diagnosed with psychotic disorders, such as schizophrenia®, experience dis-
proportionately high rates of past and ongoing trauma in their lives (Bonoldi et al.,
2013; de Vries et al., 2018). ey are at higher risk of developing post-traumatic stress
disorder (PTSD) than people in the general population (Mauritz, Goossens, Draijer, &
van Achterberg, 2013), with the majority of studies reporting a 20 to 30% prevalence
rate (Seow et al., 2016).

Chapter 3

e association between trauma and psychosis is rmly established, yet their interplay
is complex and subject to ongoing revision (see Hardy, 2017; Heriot-Maitland, Wykes,
& Peters, 2022; Morrison, Frame, & Larkin, 2003; Stevens, Spencer, & Turkington,
2017). To date, (childhood) trauma as a risk factor for developing psychosis has been
best established in the available evidence (McGrath et al., 2017; Stanton, Denietolis,
Goodwin, & Dvir, 2020). Several studies have demonstrated that the experience of
childhood trauma is predictive for the onset of psychosis in persons at clinical high risk
(Mayo et al., 2017). A meta-analysis by Varese et al. (2012) suggested that if childhood
adversity was eliminated, one-third of adult psychosis would not occur. Other pathways
between trauma and psychosis are being increasingly studied. Morrison et al. (2003)
proposed an integrative model of the spectrum of trauma reactions, outlining three
routes between trauma and psychosis: (1) trauma may lead to psychosis, (2) psychosis
and related experiences can themselves give rise to PTSD, and (3) both psychosis and
PTSD may lie on a spectrum of shared reactions to emotional trauma. ere is emerg-
ing evidence for a psychotic subtype of PTSD (Shevlin et al. 2011) and for PTSD as
a result of psychotic symptoms and involuntary treatment experiences (Berry, Ford,
Jellicoe-Jones, & Haddock, 2013; Lu, Mueser, Rosenberg, Yanos, & Mahmoud, 2017).

Unfortunately, trauma and PTSD in people with psychosis often remain under-
detected in mental healthcare (Lommen & Restifo, 2009; Read, Harper, Tucker, &
Kennedy, 2018). Research of de Bont et al. (2015) indicates an estimated under-report
of PTSD of as much as 96,9% in clinical practice. As a consequence, many people
with psychosis are unlikely to receive appropriate treatment for post-traumatic stress
(Grubaugh, Zinzow, Paul, Egede, & Frueh, 2011). Such disregard of trauma has severe
negative consequences, as post-traumatic stress in psychosis is associated with worse
functioning, lower quality of life, and higher levels of positive symptoms, neurocog-
nitive impairments and general psychopathology (Seow et al., 2016). Consequently,
both clinicians and patient representatives advocate for better, trauma-informed care
for people with psychosis (Britz, 2017; Ng et al., 2021; Sweeney, Filson, Kennedy, Col-

10  Patient advocates have suggested Psychosis susceptibility syndrome as more recovery-oriented alternative. (George &
Klijn, 2014)
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linson, & Gillard, 2018). In order to design such care, it is important to gain insight
into the perspectives of people with psychosis themselves.

Previous qualitative research inquiring these perspectives identi ed that nding new
meaning and identity after disruptive experiences is a key aspect of the process of per-
sonal recovery from schizophrenia and other forms of severe mental illness (Andresen,
Oades, & Caputi, 2003; Anthony, 1993; Leamy, Bird, Le Boutillier, Williams, & Slade,
2011). Moreover, a review on personal recovery in psychosis found that coming to
terms with past stress and trauma was an important rst stage in this process (L Wood
& Alsawy, 2018). e role of trauma in personal recovery has only recently gained more
attention (van Weeghel, van Zelst, Boertien, & Hasson-Ohayon, 2019), and studies of-
fering in-depth insight into the meaning-making of trauma are scarce. e few studies
we found on this subject indicated that, although trauma and adversity are often part
of the illness explanations of people with psychosis (Butcher, Berry, & Haddock, 2020;
Hurtado, Villena-Jimena, Quemada, & Morales-Asencio, 2021), they experience a lack
of opportunities to discuss and address trauma, both within and outside mental health-
care (Campodonico, Varese, & Berry, 2022; Vallath et al., 2020; Lisa Wood, Williams,
Billings, & Johnson, 2019).

With the present study, we aim to provide deeper insight into how people with psychosis
make meaning of trauma. Speci cally, we are interested in narrative meaning-making of
trauma in the context of the stories people create about their selves and lives. By telling
stories, people connect life events into a meaningful whole, leading to a certain extent of
narrative integration (Hartog et al., 2020). In order to better understand how narrative
meaning-making can be disturbed and enhanced in response to trauma and psychosis,
we will use conceptualizations of narrative identity as a theoretical framework.

Narrative identity has been de ned by McAdams as: e internalized and evolving story
of the self that a person constructs to make sense and meaning out of his or her life () and
that serves to explain, for the self and others, how the person came to be and where his or
her life may be going. (McAdams, 2011, p.99). e development of such self-stories
is theorized to be a developmental psychological process that requires several cogni-
tive skills. Most importantly, it requires the meta-cognitive skill of autobiographical
reasoning: the re exive activity of creating relations between di erent parts of ones
past, present, and future life and drawing conclusions about ones personality and
development (Dimaggio & Lysaker, 2015; Habermas, 2011). In his research, McAd-
ams demonstrated that in constructing self-stories, people strongly draw on prevailing
cultural norms, metaphors and themes that are present in the narratives they encounter
in their social life (McAdams, 2013). Accordingly, he de ned narrative identity as a
psychosocial construction: Any persons particular narrative identity is a co-authored, psy-
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chosocial construction, a joint product of the person him/herself and the culture wherein the
person acts, strives and narrates. (McAdams, 2011, p.112). In this study, we will draw
on this psychosocial understanding of narrative identity to study the meaning-making
of trauma in people with psychosis. First, we will shortly discuss how narrative identity
can be a ected by the experience of trauma and psychosis respectively.

In psychological guidelines and research, traumatic events are described as experiences
that can challenge a persons view of the world as a just, safe, and predictable place (APA,
2017) and disrupt previous taken for granted beliefs and expectations (Kleber, 2019).
In terms of narrative identity, trauma can shatter a persons assumptive world and lead
to a disrupted self-story (Neimeyer, 2000). Neimeyer and colleagues distinguish dif-
ferent forms of narrative disruption that can result from trauma: Disintegration of the
self-narrative occurs when confrontation with traumatic events disrupt a persons sense
of continuity of self, as the person one becomes after such experiences can feel radically
di erent from the person one used to be (Neimeyer & Tschudi, 2003). Furthermore,
narrative dissociation entails a process in which the traumatic memory is excluded from
conscious memory, but also from the personal story shared in a social context, resulting
in a silent story that blocks integration into the self-narrative (Neimeyer, Herrero, &
Botella, 2006). Lastly, narrative dominance can disrupt peoples own attempts at mean-
ing-making by imposing an external, non-preferred identity. A person, for example, can
experience that their individuality disappears behind the universal label of a psychiatric
disorder (Neimeyer & Tschudi, 2003).
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As much as self-narratives can become disrupted by traumatic experiences, then, they
simultaneously have the potential to negotiate or resolve such disruptions or breaches
(Vassilieva, 2016). In fact, storytelling is theorized to be motivated by biographical
disruptions such as trauma and illness, as it can give people the means to render these
experiences and their impact comprehensible (Bruner, 1990). Especially in low-control
situations, such as traumatic events, meaning-making may be the most adaptive coping
response (Park, 2010). It requires the reconstruction of a new assumptive world, which
accounts for the traumatic experiences, yet is psychologically more comforting (Kau -
man, 2013) and that is not only viable to the person itself but also creates support from
relevant others (Neimeyer, 2000). Empirical studies con rm that people can grow from
adverse experiences through processes of meaning-making, and that adaptive meaning-
making is associated with various forms of well-being and growth in both the general
population (Adler, Lodi-Smith, Philippe, & Houle, 2015; Vanaken, Bijttebier, Fivush,
& Hermans, 2022) and in people with psychosis (Bourdeau, Lecomte, & Lysaker,
2015; Mazor, Gelkopf, Mueser, & Roe, 2016).
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We only found one study that speci cally inquired narrative meaning-making of trau-
matic experiences by people with psychosis. In this study, the authors found that par-
ticipants reported high levels of traumatic childhood experiences in a questionnaire, but
rarely mentioned, let alone integrated them in their personal narratives (Jansen et al.,
2016). Di culty integrating personal experiences might complicate meaning-making
of trauma in people with psychosis. Based on a systematic review of narrative identity
research, Cowan, Mittal, and McAdams (2021) concluded that one of the main features
of the narratives of people with psychosis spectrum disorders is a detached narration
style, including incoherence and absence of meaning. at is, di culties interpret-
ing life events and connecting them to each other and the present self. Such narrative
disruptions have often been linked to impairments in memory and meta-cognitive
skills which are considered a core feature of psychosis spectrum disorders (Berna et al.,
2015). Other authors have drawn attention to the social factors that might complicate
narrative meaning-making in the psychosis spectrum. For example, according to Roe
and Davidson (2005), the very perception of people diagnosed with schizophrenia
as lacking reason and insight has led to an approach in psychiatry in which they are
abandoned to the illness, dismissing rather than inviting narrative. Instead of focusing
on de cits, they advocate for focusing on peoples e orts to overcome the disruptions
that are introduced by the illness and its consequences.

Previous research on meaning-making e orts has mainly focused on the integration of
illness-experiences into the self-stories of people with psychosis. Decades ago  omas
H. McGlashan, Levy, and Carpenter (1975) already related di erences in recovery from
schizophrenia to di erences in integration of illness experiences into identity. ey
observed two opposing recovery styles: integration and sealing over . Integration was
characterized by peoples awareness of continuity in their mental activity and personal-
ity from before, during and after the psychotic experiences. People displaying this style
tended to be curious about their experiences and prone to elicit help of others to un-
derstand them. By contrast, people with a sealing over recovery style tended to isolate
the psychotic experience, which they experienced as alien and interruptive. ey were
disinclined to investigate the psychotic experience and perceived it as separate from
their personal problems. Similar patterns have been found in a more recent narrative
study of the experiences of voice hearers by De Jager et al. (2016), in which the authors
distinguish between people with a turning towards/empowerment and a turning
away/hibernation recovery style. Several studies suggest that a recovery style directed
at turning toward and integrating experiences predicts better functioning on the long
term and that meaning-making styles in psychosis are not static but can change over
time ( omas H McGlashan, 1987; Staring, van der Gaag, & Mulder, 2011; omp-
son, McGorry, & Harrigan, 2003; Zizol et al., 2019). ese ndings support a more
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hopeful perspective on the possibility of people with psychosis to integrate disturbing
experiences.

In this study we will work from a recovery-oriented perspective, assuming that adaptive
meaning-making of traumatic experiences is a possibility for people with psychosis.
Drawing on psychosocial conceptualizations of narrative identity, we understand
adaptive meaning-making as a dynamic and dialogical process of integrating traumatic
experiences into the self-story, in a way that makes them more bearable and elicits social
support.

Chapter 3

Our research questions were: 1) How do people with psychosis make meaning of trau-
matic experiences in the context of their self-stories? 2) What have they experienced as
barriers and facilitators in their meaning-making process? 3) What di erences in (lack
of) integration of traumatic experiences into the self-story can be identi ed?

Materials and methods

Research design

We performed a qualitative, narrative study of stories from people with psychosis. A
common practice in the study of narrative identity is to code and rate narratives with
standardized instruments, thus quantifying them (Adler et al., 2015). However, for
exploring new avenues and complexity, qualitative methods are more suitable (Adler et
al., 2017).  ese methods allow for understanding how people construct and negotiate
their identities, and take into account their biographical trajectories (Elliott, 2008). Our
study is situated within a interpretivist-constructivist research paradigm (Ponterotto,
2005). We chose a narrative, holistic approach to data-analysis that is particularly suit-
able for mental health recovery research (Spector-Mersel & Knaifel, 2018).

Setting, procedure and data-collection

is study is part of the Psychiatry Story Bank from the University Medical Centre
of Utrecht (the Netherlands). In this ongoing, long-term project we collect stories of
service-users through low-structured interviews. Our aim is to gain in-depth under-
standing of service-users perspectives on mental illness, care and recovery, in order
to improve psychiatric services. e project was evaluated by e Medical Ethical
Review Committee of the University Medical Center of Utrecht, who con rmed that
the Dutch Medical Research Involving Human Subject Act (WMO) did not apply.
Subsequently, o cial approval of this study by the Medical Ethical Review Committee
was not required (reference number WAG/mb/16/030724).
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Participants in the project were people that made use of psychiatric services in the
Netherlands. Apart from acute crisis, no exclusion criteria were formulated. Partici-
pants were recruited through convenience sampling: People could sign up through our
project website, advertised on (social) media and by word-of-mouth. Participation
was voluntarily and people were informed about their possibility to withdraw from
the study at any time. After signing up, participants were rst contacted by phone
to discuss the aim and process of participation. An information letter with detailed
information about participation and privacy was sent afterwards. When people gave
their consent to participate, the interview was planned and conducted at a place of
the participants choosing. During the Covid-19 pandemic, participants were o ered
the possibility to be interviewed online, through video-calling. All participants gave
their written informed consent. e interviews were transcribed verbatim and stored
anonymously in our secured database.

e interviews were conducted by junior mental-health professionals that were trained
and supervised by the Psychiatry Story Bank team, including the rst author. Inter-
viewers were trained to invite participants to share what matters to them and connect
as much as possible to their evolving story, while further exploring and deepening
this story using ve topics (identity, social participation, connectedness, (psychiatric)
help and future perspectives, see appendix 1). After rst observing an interview, new
interviewers received detailed and systematic feedback on their rst two interviews (see
appendix I1). Two re ection sessions with the interviewers were organized to discuss
and address common points of feedback. ese included the need to unlearn struc-
tured interview techniques and create more space for sensitive subjects. More details
are provided in van Sambeek, Baart, Franssen, van Geelen, and Scheepers (2021). Note
that the current study was designed after data-collection and that interviewers were
unaware of the focus on the subject of trauma.
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Interview selection and participants characteristics

From the Psychiatry Story Bank database, we purposefully selected interviews of (for-
mer) service-users with psychosis that spontaneously addressed traumatic experiences.
Firstly, from a total of 103 service-users interviews, we selected interviews from partici-
pants that experienced multiple psychotic episodes or reported to be diagnosed with a
psychotic disorder (N=33). From a transdiagnostic view, we assumed that diagnostic
di erences would be subordinate to the shared experience of living with (the fear for)
recurrent psychosis. Hence, we included participants with di erent diagnoses. e
second step was to identify interviews in which trauma was addressed. In the literature,
there is ongoing discussion on what counts as a traumatic event. e DSM-5 criterion
to identify exposure to traumatic events ( actual or threatened death, serious injury or
sexual violence (American Psychiatric Association, 2013) has been criticized for being
de ned from an outside perspective, while it is the subjective appraisal of the event that
determines the individuals stress reaction (Krupnik, 2019). Additionally, it excludes the
psychosis-related traumatic events that are commonly reported by patients (Buswell,
Haime, Lloyd-Evans, & Billings, 2021). As we were interested in personal meaning-
making, the subjective experience of the participants was leading in our identi cation
of trauma. Based on a rst reading, we included interviews in which the participant
explicitly referred to having experienced trauma, with or without providing further
details.  is method resulted in the inclusion of 18 interviews. In order to maximize
variation in meaning-making, we additionally included interviews in which the partici-
pants did not literary use the word trauma but referred to events that they had clearly
experienced as overwhelming and shocking and as threatening their safety or the safety
of loved ones.  is method yielded inclusion of three additional interviews. e 21
included interviews were conducted between January 2019 and December 2022. 14 of
them were conducted face-to-face and seven interviews were conducted through video-
calling. Interviews lasted 63 minutes on average. Characteristics of the participants and
experienced trauma are summarized below.

Chapter 3

11 Here we follow the American Psychological Association that puts more emphasis on the experience rather than de
severity of the event (in (Krupnik, 2019)
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Table 1: Characteristics of the participants (n = 21)

Sex
Male

Female

Employment
Employed
Unemployed

Voluntary work

Highest education
Primary school
Secondary school
Vocational education
Professional education

University

Primary diagnosis

Bipolar disorder
Schizophrenia
Schizoa ective disorder

Unspeci ed psychotic
disorder

Currently using
psychotropic medication?

Yes
No

Participants (n)
7
14

g N O W e

o b~ b 0

17

Relational status
Single
Partner/married

Children
Yes
No

Migration background
Yes
No

Age ( =47)
19-30
31-40
41-50
51-60

>60

Number of

hospitalizations ( =4)
5

2-5

1

Currently using
psychiatric services?

Yes
No

Participants (n)
12
9

11
10

17

NN AN

11

18
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Table 2: Type of traumatic experience disclosed in the interview (multiple entries)

Childhood Participants (n) Adult life Participants (n)

Sexual abuse 6 Sexual abuse 2
Physical assault 1 Physical assault 2
Emotional abuse 2 Domestic violence 3
Neglect 2 Burglary 1
Bullying 3 Bullying/intimidation 3
Victim of car-accident 1 Victim of car-accident 1
Life threatening birth 1
complications
Loss or permanent separa- 4 Suicide of loved-one 2
tion of parent
Witnessing fatal accident of 1 Witnessing kidnapping of 1
family member family member
Witnessing suicide attempt 1
of parent
Unspeci ed trauma 2 Unspeci ed trauma 1
Psychosis-related
lliness experiences (e.g., 5

threatening hallucinations
or self-harming behavior).

Treatment experiences (e.g., 8
seclusion, coercion)

Data analysis

To analyze narrative meaning-making of trauma, we performed storyline analysis as
proposed by Murray and Sools (2015). Several important principles of a holistic ap-
proach are integrated within this method, such as analysis of the story as a whole unit,
regard for both content and form, and attention for the context in which the story
is produced (Spector-Mersel, 2010). Storyline analysis consists of analyzing di erent
storyline elements (setting, characters, events/acts, intention, and means) in coherence,
to eventually identify the breach within the story. A breach refers to friction in the
assumptive world of the narrator. An imbalance between two story elements is seen as
an indicator of such breach. In the subsequent steps of analysis, the identi ed storylines
are positioned within the interactional context of the interview and the broader social-
cultural context. In the last step of analysis, individual storylines are compared in order

87



Chapter 3

to identify more general story patterns, or plots across cases. We adapted the guidelines
for storyline analysis to our speci ¢ research questions, theoretical framework and data,
after a rst reading of all interviews. e steps of storyline analysis are designed to sup-
port bottom-up analysis, which starts with detailed analysis of the unique words and
meanings created by participants, and gradually proceeds to move up and become more
theory driven (Murray & Sools, 2015, p.139). For the latter, we made use of the theo-
retical elaborations of narrative disruptions and narrative integration that are described
in the introduction. To recognize di erent forms of (lack of) integration of trauma on
a textual level, we made use of indicators from the narrative identity literature, such as
thematic and causal coherence. Causal coherence refers to the extent to which the nar-
rator connects past, present and future self, re ecting continuity of the self-experience.

ematic coherence refers to the extent to which the narrative is centered around an
overarching theme, life lesson, value or principle and indicates a process of reinterpreta-
tion and re ection (Adler, Waters, Poh, & Seitz, 2018; Habermas & Bluck, 2000). A
detailed overview of all steps of analysis and the use of these concepts can be found in
Appendix I11. Comparative analysis led to the identi cation of four story types within
with di erent plots and forms of (lack of) integration.  ese story types are not in-
tended as static categorizations, but as context dependent and evolving narrative forms.
In order to provide useful entrees for personalizing trauma-informed care, barriers and
facilitator were analyzed of each story type separately.

Trustworthiness

We acknowledge that researchers perspectives inevitably in uence what is found
in analysis. For example, all members of the multidisciplinary research team are pro-
ponents of recovery-oriented care, and our study is explicitly designed to align this
vision. From our point of view, subjectivity is not to be avoided but to be critically
worked with: by engaging in constant re ection and dialogue about researchers as-
sumptions and interpretations, in combination with systematic analysis. We made use
of multiple strategies from international guidelines for good practice in qualitative
research (O Brien, Harris, Beckman, Reed, & Cook, 2014). To enhance transparency
and rigour, researchers assumptions, re ections and disagreements were recorded in
a logbook, providing insight into adaptations in the research process and researchers
motivations. For instance, discussion of critiques on the concept of narrative coherence
as a measure of healthy meaning-making resulted in adaptations in analysis to show
multiple facets of meaning-making. After extended familiarization with the data, we
held several cross-reading sessions within the research team to compare and broaden
our understanding of the narratives. Subsequently, each narrative was analyzed in depth
by the rst author. Story elements were systematically coded in ATLAS-ti software, and
detailed memos and reports of analysis were written and discussed within the team to
support the comparative analysis. In order to enhance the credibility and authentic-
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ity of our ndings, we organized a data-validation session with experts-by-experience.
Participants were recruited through the mailing list of Anoiksis , the Dutch associa-
tion for people with psychosis. We invited members with rsthand experience of both
trauma psychosis to re ect on our preliminary results. Seven people reacted to the
mailing, of which three were present at the online meeting (150 minutes). One person
was consulted individually by telephone upon request. e four consulted experts were
two men and two women between 31 and 52 years old.  ree of them had engaged in
trauma-therapy. ey helped to further re ne our results and interpret the meaning-
making patterns we identi ed. Additionally, three overarching feedback points were
brought forward. Firstly, the experts raised important questions about the concept and
process of meaning-making itself. s feedback was processed in this article by further
specifying what adaptive meaning-making entails. Secondly, they pointed to the role
of health-inequalities in getting professional help with meaning-making of trauma.
Although most of them had eventually found satisfying help, they emphasized their
privileged position in terms of resources (for example: being able to verbalize care needs
and having the nancial means to pay for unreimbursed trauma-care).  ird, experts
recognized elements from most story types and reported changes in meaning-making.
For instance, most of them had previously believed that confronting trauma would lead
to destabilization.

Chapter 3

Results

We identi ed four di erent story types in our sample: (1) Psychiatry as the wrong set-
ting to nd meaning; (2) e ongoing struggle to get trauma-therapy; (3) Exposure to
trauma as a threat to a stable life, and (4) Disclosure as the key to resolving alienation.
An overview of the characteristics of these story types can be found in tables 3-5.
Below, we will give an in-depth description of each story type by rst characterizing
the plot and the meaning of trauma within the self-story (table 3). Secondly, we will
describe the barriers and facilitators that narrators have encountered in their process of
meaning-making of trauma (table 4). Finally, we will characterize the (lack of) integra-
tion of trauma storylines into the self-story (table 5). Distinguishing characteristics of
the narrators are given in the introduction.
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like this? Why am | reacting to certain things? And as time went on and not so much
was done with that, my candor also kind of stopped. Um, and, well, I also became
suspicious () because you feel you are being observed, but nobody reports back to
you  So that felt not really safe for me either.

Mark (47 years old)

Acute care settings were particularly experienced as unsafe and neglectful spaces, where
previous trauma was triggered, or new trauma created. Narrators eventually found
a setting that better supported their needs. In some cases, this entailed switching to
another mental healthcare institution. In most of the stories however, the right setting
was found outside of mental healthcare, in a peer-support setting.

When | went to the recovery college, it was like getting a warm shower. ey operate
on the basis of equality. Well, you notice that right away when you enter. When you
step inside, you already have such an idea of hey, what a nice atmosphere. It has been
a second home for me. And 1 also learned a lot there, also personally. So that helps me
enormously, you know. Because you feel equal, equally taken seriously. You are treated
as a human being, just as eh, a full human being, so to speak.

Ria (60 years old)

Meaning of trauma within the self-story

Narrators of this story type talked of trauma as both a cause and a consequence of
psychosis. Although many narrators mentioned youth trauma, traumatic experiences
within care were foregrounded in these stories. Overall, narrators articulated their suf-
fering more strongly in terms of loss-experiences, than in terms of trauma. ey de-
scribed how illness- and treatment experiences had negatively a ected their life course,
leading to an accumulation of losses, mostly in terms of interrupted education, career
and relationships. Often, these loss-experiences resulted in a feeling of being a failed or
depreciated member of society. In their recovery process, trauma became part of their
explanation for a disrupted life, thereby facilitating a more compassionate self-judge-
ment. Some narrators described an ongoing process of trauma processing and intended
to engage in trauma-therapy. However, for most of them the acknowledgement of their
trauma history seemed most important.

To accept that formerly you had an incredibly nice job, a nice house and | dont
know what, and that you just get written 0  [by the occupational doctor red.].  ats
what it comes down to. And if you then also go through a divorce, which means you
have to um, leave your house behind and your whole past in fact () then you have
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to work very hard to get through that. And, and, well, make a new story for yourself,
of who you are and what happened to you and, and why and how that happened and
where you stand now (). And | do have an explanation in retrospect as to why |
was so explosive at the time. Because the situation in which | regained consciousness
[after an overdose, red.] was exactly the same as when | regained consciousness at the
age of 5, after being in a very serious car accident. So that, that can be, traumatic.

at, thats my explanation () | came to the conclusion that it had everything to do
with myself, with my life story.

Jonathan (71 years old).

Table 4: Barriers and facilitators in the meaning-making process

Story type Meaning-making barriers Meaning-making facilitators
Psychiatry as the Within mental healthcare

wrong settingto nd

meaning
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Table 4: Barriers and facilitators in the meaning-making process (continued)

Story type Meaning-making barriers Meaning-making facilitators

Outside mental healthcare
Exposure to trauma as
a threat to a stable life

Barriers and facilitators in the meaning-making of trauma

Several aspects of the mental health care setting were experienced as barriers in the
meaning-making process. Firstly, narrators reported experiencing how the predominant
feeling of unsafety elicited by acute mental healthcare settings, led to further with-
drawal, distrust and isolation, instead of dialogue and meaning-making. (Coercive)
admission and the seclusion it entailed, was often experienced as traumatic, and as
causing a downward spiral of mental distress.

And um, then in 2001 | was isolated for the rst time. And that really um, that
really took me a long time to get over that.  at really put the whole- I always call it
the revolving door of psychiatry- in motion (). It is like it fueled a kind of separa-
tion anxiety. So, | really didnt dare to be alone anymore. Only when | was stoned or
drinking, I could be with myself, alone.

Maya (52 years old)

Second, a short-term medical approach to their su ering was experienced as hindering.
Although most narrators continued to make use of psychiatric services, they felt that
their treatment had been too narrowly focused on symptom-reduction, by exclusively
providing crisis admissions and medication.  ird, narrators experienced stigma in
mental health care. ey felt reduced to their illness and approached as incapable of de-
veloping self-insight. For instance, because they were not asked about their life-history
and professional insights were not shared with them.

In contrast, peer-support groups were experienced as the most important facilita-
tor in the quest for meaning. Peer-support settings were experienced as safe spaces,
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were everyone was treated with equal respect.  ese basic conditions set the scene for
enhancement of self-insight through mutual validation and exchange of experiential
knowledge. Developing a meaningful self-story was an explicit aim of these groups. In
this process, narrators experienced writing and creative self-expression as helpful means.

Table 5: Narrative integration of trauma

Story type  Characteriza- Causal coher- ematic Detailed- Recovery style:  Main form of
tion of trauma ence: coherence:  ness of approach to disruption
storyline Continuity Re ection  trauma distress.

of self on self storyline
Psychia- Part of self-story. ~ Medium: High Low Combination of Narrative domi-
try as the reconstructed moving towards nance (resisted)
wrong set- continuity of and turning and narrative
tingto nd self in light of away from dissociation
meaning past - excluding distress.
childhood.
eongoing Central to self- High: recon- High High Moving towards Narrative domi-
struggle to  story. structed conti- distress. nance (resisted).
get trauma- nuity of self in

treatment light of past.

Exposure to Gap in self-story.  Low: self is Low Low Turning away  Narrative

traumaas a stuck in pres- from distress. dissociation

threat to a ent, discon- and narrative
stable life nected from dominance.
past.

Disclosure  Un nished Low: in process Medium Low In transition Disintegration

asthe key  storyline within of reconstruct- from turning of self.

to resolving  self-story. ing continuity away to moving

alienation between ill and towards distress.

normal self.

Integration of trauma

Characteristic of these stories was a combination of high thematic coherence with a low
degree of detail of traumatic events and experiences. Narrators clearly re ected a lot on
their selves and lives and had experienced the bene ts of integrating past-experiences
into their self-story as part of their recovery process. Narrative dominance of stigmatiz-
ing idea that people with psychosis are not able to make-meaning had hindered them,
but was resisted through these counter-narratives. Although narrators had created
causal coherence between who they were, how illness and care experiences impacted
them, and how this a ected their future intentions and (im)possibilities, in most stories
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there was limited elaboration on the traumatic childhood experiences they mentioned.
ey tended to seal over those experiences in the context of the interview: traumatic
events and the feelings and thoughts they evoked remained vague.

The ongoing struggle to get trauma-treatment (N=5)
Narrators of these stories had all experienced psychical assault, including sexual abuse.

Plot

e quest for trauma-treatment was central to these stories. Protagonists emerged as ac-
tive agents that put a lot of e ort in gathering the right means to process trauma. ey
developed speci ¢ ideas about how trauma a ected them and what kind of trauma-
treatment they would need. However, their quest was hindered by mental health care
professionals that refused or discouraged trauma-treatment or did not o er adequate
support.

Chapter 3

So, when it comes to medication and having con dence in my recovery, | de nitely
appreciated him [psychiatrist, red.]. But when it comes to explanatory models and
what, what you can do | also asked him repeatedly: What can you do for early
childhood trauma? And then he said well, we dont have any treatment for early
childhood trauma. So, | cant o er you anything.  en | went to the GP to refer me
for EMDR for early childhood trauma (). And yes, weve approached something
like wve or six practitioners. But they didnt respond, or they said well, we think the
risk is too high, because you are psychosis prone.

Marjan (51 years old)

ey rst helped me with creative therapy. en I could be referred for EMDR
and confrontation therapy. But | dissociate sometimes (...) and hyperventilate, and
sometimes um, it gets so intense that | get a kind of epileptic seizure. So, I um, want
to get through it, but I also asked for help -in case | would have such a seizure- to get
out of it. But they wouldnt, because theyre not going to hold your hand, thats how
they told me. So, it turned out I would be sent home in an epileptic seizure. But thats
not possible, you understand? I cant handle that. So, I do need the EMDR and, and
exposure therapy, but not that way.

Roos (48 years old)

Excluded from the desired trauma-therapy, protagonists often turned to alternative and
complementary care. Although protagonists sought their own ways of treating trauma,
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they continued to struggle with trauma consequences, especially with physical stress
reactions.

Meaning of trauma within the self-story

Trauma was central to these self-stories. For narrators, there was a clear relationship
between trauma and psychosis. ey understood psychosis as both a consequence of
trauma and a coping mechanism: an escape or ight from unbearable traumatic pain.
Distinctive for these stories, and apparently related to the experience of physical assault,
was that trauma experiences were talked about primarily as bodily experiences that kept
inhabiting their bodies and elicit fear. Voices or visions were seen as having meaningful
content and realistic elements, related to past trauma. Recovery from trauma for these
narrators meant to be able to confront and process trauma without having to escape
into another reality. Narrators were hopeful that once trauma was processed, psychosis
would no longer occur.

Barriers and facilitators in the meaning-making process

Negative responses of parents and other family members on traumatic events were
important initial hinderers that narrators encountered in the aftermath of (childhood)
trauma. ey described interaction patterns of silencing, denial, neglect, or victim-
blaming and condemnation, for example in cases were sexual abuse came out. Con-
sequently, narrators came to feel guilty and ashamed about their experiences. Stigma
became a barrier once their mental distress became visible for others. Narrators felt
that their troubled behavior was not comprehended by others, leading to further de-
spair. Traumatic experiences underlying their distress remained unexplored in mental
healthcare, and traumatic stress was not recognized. Once they had been diagnosed
with psychotic disorder narrators felt reduced to the crazy or troublesome person,
whos attempts at meaning-making were devaluated and seen as a symptom of illness.

So, youre there, with post-traumatic stress disorder and pain, neuropathic pain
disorder. And youre not being helped for that. Um, also eventually um, yeah, I got
the report eventually. Yeah, nothing at all had been written about a violent crime
[which he reported, red.]. So that information, nothing of it was written down there
(...) And yeah, then you end up standing outside, because you re not getting anywhere.
Eventually youre taken out of your house by the police about ten times, or picked up
from the street. Um, [silence] because I did start drinking a lot. And [silence] so then
you re actually taken out of your house. And you start to wish: if only I were dead.

David (47 years old)
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Related to (self-)stigma was the lack of psychoeducation on trauma-related coping
mechanisms, particularly on dissociation; Narrators thought this information could
have helped them in an earlier stage to understand their experiences not as crazy, but as
normal reactions to abnormal circumstances.

When | was abused as a child, I found myself in another place. In my mind it wasnt
me that it had happened to. Much later, | learned that this is called dissociation. But
as a child, 1 felt very strange: suddenly you open your eyes, where am 1? So, | didnt
understand what happened to me, but | also didnt know who to talk to, because |
just thought I was crazy. So, | think a lot of mistakes were made there, and that if |
would have had better guidance, I could have been spared for what came next.

Chapter 3

Roos (48 jaar oud)

An important turning point in these stories was the encounter with a supportive, non-
judgmental partner, professional or community that made narrators feel accepted for
who they were, beyond their problems. In particular, spiritual or religious communities
played an important role by acknowledging the meaningfulness of their distress. Feel-
ing more motivated and hopeful, narrators started to engage in a process of self-inquiry
and education on mental distress, nding out more about trauma-related mechanisms,
coping and treatment options. Some of them started to write and talk about trauma,
others could not speak about it initially, but found it liberating to express themselves
through dance, painting or other creative means.

Once narrators were able to verbalize their trauma history, trauma, and in most cases
PTSD was acknowledged in mental health care. However, new barriers arose at this
point. Most importantly, narrators felt hindered by risk-avoidance, both as an attitude
of individual practitioners and an institutionalized practice in the form of strict inclu-
sion and exclusion criteria for trauma-treatments programs, disadvantaging people with
complex psychopathology. ey were particularly confronted with the assumption that
people with psychosis are not able to (learn to) cope with trauma.

If disasters happen, well, theres a whole trauma team ready to help the victims.
Well, for me, there wasnt. And during that period when | was psychotic, um, | think
there was also the belief that people who are psychotic couldnt do trauma processing,
because they were afraid that they would become psychotic again. Well, thats bizarre
anyway. So, you go through something very shocking [silence] and everybody actually
says: dont talk about it.

Jeanet , (52 years old).
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As narrators educated themselves on trauma and psychosis, they felt hindered by the
slow pace in which new scienti c insights were integrated in guidelines and translated
into practice. Within the mental healthcare that was accessible to them, narrators expe-
rienced integrative psychotherapies (such as scheme therapy) as bene cial, especially in
terms of validating and regulating emotions associated with trauma. Some narrators -
nally had the chance to engage in EMDR for a single traumatic experience, that helped
them to process it. However, a problem for most narrators was that they had multiple
traumatic experiences, and that childhood trauma in particular, was found impossible
to verbalize or translate into concrete images. Associated, the lack of innovation and
body-focused approaches in mental healthcare was experienced as a barrier. In alterna-
tive and complementary care, narrators felt helped because of the holistic approach
that facilitated body-mind integration. Learning di erent self-care techniques, such as
breathwork, meditation or reiki made them feel more agentic in calming down their
bodies.  is made narrators more con dent in their capability to further confront and
process trauma.

My whole body gets in a kind of panic or something, and starts to shake all at
once. So thats one big startle reaction. Especially when I'm touched, I cant stand that
anymore. | um, [silence] I can handle it a little bit, but its not gone away yet (..) Eh,
but thats still um. I just think its unfortunate that I just cant get real professional
help within the mental health system, cant get on with that ()

I did a lot of things like shiatsu massage. Or um, I ve done other. | did the whole
training on shamanism.  at also helped me a lot ( ).  eyre especially good at
early childhood trauma. Because theres almost always dissociation. And thats where
I also su er from: dissociative thoughts. And, well, what a shaman is trained in, is to

gure out where these experiences went. And how can you get that back again so to
speak (...). So, I thought, if I make the technique my own, then I also dont depend on
others.  en | can apply it to myself.

Marjan (51 years old)

Integration of trauma

Clearly, trauma was central to these stories. Unlike the other story types, the self-story
began with the rst traumatic experience, not with the onset of illness. Narrators gave
elaborated accounts on trauma, the way they coped with it and its impact on their iden-
tity. Distinctive was that narrators described many traumatic events in detail, including
the ambiguous and confusing emotions and thoughts that they had experienced during
these events. Both causal and thematic coherence were high in these stories. Given the
e orts of narrators to inquire and process trauma, this was not a surprising nding.
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However, narrators emphasized that making meaning of trauma had been a di cult
process that had often taken them several decades.  eir highly integrated trauma sto-
ries can be read as a form of narrative resistance to the idea that people with psychosis
are unable to make meaning. However, narrative dominance of the idea that people
with psychosis are unable to cope was still hindering them in their quest for trauma-
therapy and further body-mind integration.

Exposure to trauma as a threat to a stable life (N=5)

Narrators of these stories were all single persons that had recently started to participate
in (online) peer-groups or rehabilitation trajectories.  is subgroup included the three
stories of people who described traumatic experience without labeling it as such.

Chapter 3

Plot

Friction between di erent intentions was central to this story type. Narrators typically
had been focusing successfully on keeping their psychotic symptoms under control and
avoiding relapse and psychiatric admission. Medication, living a tranquil, withdrawn
life, and focusing on the here and now had been their most important means to achieve
a state of stability. However, at the downside, this lifestyle made them feel isolated from
other people and society. In uenced by exposure to new ideas about recovery from
peers, narrators began to hope for a more meaningful life. At the same time, they felt
anxious about taking new steps that could trigger trauma and compromise their stabil-

ity.

Um, well, I really want to study actually. But Im not up to it yet (...). at has to
do with um, crowds, stimuli and people and um, fears. | had a bad time in high
school. I've been bullied for several years. So um, Im afraid that Im going to end up
in a situation um, yes, that I ve also experienced in the past. | feel, already feel very
vulnerable thinking about that.

Tim (40 years old)

I would like to have a job, being able to raise children. Even if its just a job for ten
hours a week. Even if its volunteer work. Doesnt matter to me. As long as Im just
stable and can get to work.  ats actually the most important, because then I can feel
part of society.  en I can also make an active contribution (). ey say I should
just do things. But youre just scared every day that things can go wrong again.  at
you Il be locked up again.  at fear is so hard to live with.

Sanne (22 years old)
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Meaning of trauma within the self-story

Narrators associated preoccupation with past trauma with periods of mood disorder
and psychotic deregulation. Hence, they believed it was best for their well-being to not
look into trauma. ey had actively turned away from their past and apparently sought
shelter in the present.

Barriers and facilitators in the meaning-making process

In these stories, hesitance and di culty in meaning-making of trauma seemed inter-
twined. Narrators feared the consequences of attending to trauma. At the same time,
they showed di culty in retrieving and verbalizing memories. Some narrators explicitly
mentioned this di culty. From the evaluation forms of the interviewers, we learned
that these interviews were often experienced as demanding and requiring a more active
and structured interview style. An apparently related but distinctive hindering factor
was narrators doubt and confusion about the realness of their traumatic experiences,
describing their memories as being blurred , di use delusional or even false .

Before, 1 was living very much in the past. Um, | had to think very often about my
um, early childhood which went rather oddly. But they were partly real memories and
partly false memories. And um, yes, Ive lost that now. I live more in the here and
Now.

Bas (46 years old)

Helpers were scarce in these stories, however one important and consistent helper
across these stories was peer-support. Firstly, because peers o ered narrators hopeful
perspectives on recovery in psychosis, motivating them to explore new future possi-
bilities. Secondly, examples of how others were dealing with trauma made them begin
to reconsider their own strategies.  us, peer-support seemed particularly helpful in
0 ering role-models.

Im thinking about maybe taking some kind of course to write a book or some-
thing.  at would be good thing. I have two classmates who have written a book and
they motivate me to do it too. But then I dont really know how. I really wonder how I
can deal with my pain, cause Im kind of over owed. When I go out with my friends,
Im always cheerful, and | think more about my future nowadays (). I dont look
at that pain so much. I know that the pain is there, that it does hurt. But then |
wonder: what should I do with that? I nd that di cult. Some people may be able
to deal with that in their own way. But then | am not so much looking at the pain.

Dolores (38 years old)
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As narrators of this story type were not directed towards meaning-making of trauma,
barriers and facilitators were harder to identify and interpret in these stories. e data-
validation session with experts-by experience played an important role in lling in the
gaps of these stories and our understanding of them. ey brought forward three im-
portant points, based on their own experiences. Firstly, that reluctance to speak about
trauma might arise from not being aware of the bene ts. Trauma might be perceived as
unchangeable life fact that cant be made better . Secondly, they suspected that the fear
of trauma memories might consist mainly of losing control over disturbing emotions
associated with these memories, such as grief or anger. irdly, they suspected that feel-
ings of guilt and loyalty might be involved in the doubt about the realness of traumatic
experience. For example, in case of (youth) trauma in which loved-ones are involved,
acknowledging the experience as traumatic turns loved-ones into perpetrators. A lack
of witnesses to con rm or validate the traumatic experience was brought forward as
another factor that can enhance doubt about the realness of it.

Chapter 3

Integration of trauma

ese self-stories were mostly centered on illness experiences. Traumatic experiences
were the gaps in these stories. Narrators mentioned traumatic experiences indirectly
and between the lines, referring for example to bad situations or experiences without
providing further details. Only when they were invited by the interviewer to elaborate,
traumatic experiences became somewhat more explicated.  ese elaborations were
minimal and remained low in causal and thematic coherence.  ese stories were
characterized by narrative dissociation of trauma, a form of disintegration in which
trauma-memories seem blocked and (unconscious) psychological defense mechanisms
were most clearly at work. At the same time narrators stories appeared to be overruled
by narrative dominance of a stigmatized illness-identity.

Disclosure as the key to resolving alienation (N=4)

Narrators of these stories were females within similar care-contexts: ey all started
with trauma-therapy (preparation), as part of a multi-disciplinary treatment.

Plot

Central to this story type was past friction between the protagonists intentions and
actions. When mental distress started to interfere with their pursuit of a normal life,
protagonists believed it was best to hide their distress. ey took actions that consisted
of eeing physically (e.g., running away from their family or institution) or mentally
(e.g. substance abuse to numb the pain, blocking memories, pretending to be okay).
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I had seen something on TV, a program about schizophrenia. And | did realize that
| had that too. And I was afraid they were going to lock me up. And, so I though,
either I have to act totally normal or I have to end my life. | had those two choices.
And | decided to go back to normal. And that actually worked out at that time.
I called 0 my psychiatrist, threw away my pills and | just went back to living a
normal life. Even nished my studies. And then things actually went really well for
quite a while (). I didnt even remember having had it [psychosis red.] and hence
never told my husband about it. Until 1 got it again.

Bea (44 years old)

However, on the long term these actions led to a downward spiral of problems (such
as divorce, loss of custody, forced admissions) and a sense of alienation of their selves
and loved ones. Only when the protagonists stopped hiding their distress and found the
courage to disclose traumatic experiences, better care and social support initiated.

| didnt dare to talk openly about what I had gone through (). I felt ashamed of
the things | had been through. I didnt want to be pitied and that kind of stu . And
[silence] um, yeah, if you dont share who you are then you dont have real relation-
ships either. e appearance, the mask you put on, that jams with the others. But a
real conversation where you share your heart and where you show who you are, and
the other [silence] can respond to that, | just didnt have that for years. And then you
alienate yourself (..) And I feel now that really um, clarity and light has come to me
um, to the things that I was all tucking away.

Sarah (60 years old)

Meaning of trauma within the self-story

Narrators described how the role of trauma in their lives had recently shifted. For a long
time, they had seen it as something to be hidden for themselves as much as for others.
When this strategy turned out to obstruct, rather than help to live a normal life, their
ideas changed. ey had come to see trauma as an experience that needs to be disclosed
and processed, in order to be able to rebuild their lives.  eir wish for a better future
became the motivation to address the past.

I ve also experienced trauma in my life  In the sexual area, when I was very young.
Now I can talk about it. And talking also means processing. But in the beginning
when | just got that rst psychosis, | didnt dare to talk about it. With my psychologist,
we are looking now at some form of trauma treatment. We explore what suits me best
and how | can get on top of it (). I especially want to learn how to cope with the
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thoughts that came after the trauma. And I also um, want to stay stable to be able to
take care of my daughter again.

Alissa (25 years old)

Narrators did not articulate particular ideas about the relation between psychosis and
trauma but spoke of psychosis and trauma as accumulative problems.

Chapter 3

Barriers and facilitators in the meaning-making process

In these stories, next of kin played a particular negative role in the meaning-making
process, by expressing stigmatizing ideas on mental distress. Protagonists felt rejected
by their family or partners, making them feel ashamed and afraid to disclose their inner
world.

For a very long time I thought Im going to be the old one again. And my family also
hoped that very much. ey were waiting for the day that | became my old self again.
But I didnt, I already knew that. Um, and I really became a new person. And for a
very long time I didnt dare to come out (). And for a very long time | was ignored
and not allowed to be there as a person. During the admission, nobody came to see me
either, because | wasnt the person they wanted to see.

Bea (44 years old)

I think psychosis it is a very hard, lonely disease that you are condemned for (...).
Um, [silence] yes, you, you cant imagine that theres really no one at all who thinks
well, lets go and see her. And that for two and a half years. It feels like youre already
dead, only youre still breathing.

Marlies (53 years old)

Acceptance of professional help after subsequent losses was an important turning point
in these stories. Notably, narrators motivation to accept and commit to care was the
love and responsibility for another being a child, God, or even a pet that gave
them the strength to work on recovery and start rebuilding their lives. (Coercive) crisis
admissions was described as a hinderer, unless it was embedded in trustful therapeutic
relationships and follow-up care. Trauma-sensitive care within a multidisciplinary team
was described as a signi cant helper in the meaning-making of trauma. Unique for this
story type was that narrators were actually o ered regular trauma-therapies, such as
EMDR and imaginary exposure. Narrators felt helped by the involved and cooperative
relationship with -and between members of the team, and the integrated manner in
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which various problems were addressed. Marlies, for example, described how she told
the psychologist of her Flexible Assertive Community Treatment (FACT) team that the
side-e ects of her medication made her too passive to feel motivated for EMDR. Hence
her psychologist agreed with her psychiatrist to lower the dose. At the same time, the
psychologists involved Marlies parents to restore her lost supportive network. Simulta-
neously, a social worker helped Marlies with daily chores and prevention of eviction by
the house cooperative.  us, the whole team together created the right conditions for
e ective trauma-therapy.

Integration of trauma

e integration of trauma in these stories is best characterized by their transition. Nar-
rators had moved away from trauma for a long time but were starting to turn towards it.
Most of their trauma storylines were not detailed or elaborated yet. However, narrators
created thematic coherence by stressing the signi cant impact of trauma on their lives,
and the necessity and intention to process it. Hence, the storylines had begun to be
part of the self-stories but were un nished. One exception was the story of Sara, with
a highly integrated and elaborated trauma storyline. In contrast to the other narrators
that were beginning trauma-treatment, Sara had already nished trauma-therapy, and
experienced the e ect of it.

I am very happy with the help that I receive now, and the imaginary exposure
therapy | got. And that um, [silence] yes, that I just worked through the pain. Because
before, | was always tired. A lot of energy went into pushing away that pain. And
now | have that energy left and I feel much better than when 1 was 20, both physi-
cally and psychologically. And that is really a wonderful experience.

Sarah (60 years old)

A salient characteristic of these stories was the relatively low causal coherence: narrators
struggled to integrate ideas of their present and past self. After long periods of radically
hiding mental distress, the creation of a story that was able to restore a sense of con-
tinuity took them considerable e ort. Disintegration of the self dominated this story
type. Narrators articulated discontinuity speci cally in terms of the self before and after
psychosis. Experienced stigma played an important role in this form of disintegration,
as the ill-self could not be accepted as part of the self without losing signi cant others.
Unlike in other story types, mental healthcare professionals played an important and
destigmatizing role in the meaning-making of both illness and traumatic experiences.

104



Making meaning of trauma in psychosis

Discussion

e aim of this study was to gain in-depth insight into how people with psychosis
make-meaning of trauma. Furthermore, we wanted to understand how adaptive
meaning-making, as part of the personal recovery process, can be better supported in
mental healthcare.

Meaning-making was studied by performing storyline analysis on 21 narratives of
people that experienced psychosis and trauma. We identi ed four story types within
our sample, each entailing a di erent meaning of trauma in the context of the self-story.
Narrators of Psychiatry as the wrong setting to nd meaning spoke of trauma as both a
cause and consequence of psychosis. ey articulated their su ering mostly in terms of
illness- and treatment related trauma and losses. e acknowledgement, rather than the
processing of trauma seemed most important for them. Distinctively, narrators of e
ongoing struggle to get trauma-therapy had come to see psychosis as a way of coping
with the unbearable pain of traumatic experiences. Consequently, confronting trauma
became vital for their recovery. By contrast, narrators of Exposure to trauma as a threat
to a stable life associated psychotic crisis with preoccupation about past trauma. ey
appeared to get stuck in the present, as avoidance prevented the integration of trauma
into the self-story, but simultaneously hindered them in creating future possibilities.
Lastly, narrators of Disclosure as the key to resolving alienation had concluded that
their strategy to radically hide mental distress and its traumatic origins was not viable.

ey spoke of addressing trauma as a necessary step in the rebuilding of their lives.

ese outcomes are consistent with previous qualitative studies, indicating that people
with psychosis often link experiences of illness to trauma (Butcher et al., 2020; Hurtado
et al., 2021) and expand insight into meaning-making di erences.

Chapter 3

We also found that most narrators either demonstrated or reported (past) di culty
integrating trauma. Both illness and trauma are disruptive experiences that can trans-
late into disintegrated self-stories (Neimeyer, 2000). In this study, we identi ed stigma
as a major additional contributor to narrative disintegration. From the narratives, we
learned that stigma was experienced in di erent contexts, but especially within mental
healthcare. In particular, narrators encountered two stigmatizing ideas that hindered
them in their meaning-making e orts: e idea that people with psychosis are not able
to develop adequate self-insight and meaning, and the idea that they are not able (to
learn) to cope with distress. Narrative dominance of these ideas appeared to be related to
other experienced barriers in mental healthcare, such as lack of access to trauma-therapy
and little attention for the trauma history. e disrupting in uence of stigma within
mental healthcare was most clearly articulated by narrators of Psychiatry as the wrong
setting to nd meaning and e ongoing struggle to get trauma-therapy . Narrators of
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the latter story type felt that their attempts to make meaning were actively undermined
or rejected in mental healthcare, whereas narrators of Psychiatry as the wrong setting
to nd meaning felt that mental health care lacked the characteristics and resources to
develop meaningful narratives at all. Similar service-user experiences have been concep-
tualized as ways in which mental health services can undermine autobiographical power
of people with psychosis (Myers & Ziv, 2016). Narrators of the above story types man-
aged to regain autobiographical power, outside and despite mental healthcare. Others
however, found support within mental healthcare: In Disclosure as the key to resolving
alienation , next of kin were the stigmatizing actors, whereas mental health profession-
als came forward as helpers in the creation of a more viable an empowering meaning of
both illness and trauma. Narrators of Exposure to trauma as a threat to a stable life,
with the least integrated trauma storylines, appeared to su er most from internalized
stigma and social isolation. ey had only just begun to discover new perspectives and
future possibilities in interaction with peers.  ese di erences stress the signi cance of
supportive networks and discursive resources in the transition from moving away, to
moving towards distressful experiences (see De Jager et al., 2016).

Implications for practice and education

To o er meaning-speci ¢ entries for personalizing trauma-informed care, we analyzed
barriers and facilitators of each story type in detail. Here we will discuss three over-
arching patterns that o er guidance to improve trauma-informed care for people with
psychosis: the importance of better relational preconditions, long-term care and access
to psychotherapeutically interventions

First, we learned that a process of adaptive meaning-making often started with the
experience of supportive, non-judgmental relationships with individuals or communi-
ties. In accordance with ndings from Campodonico et al. (2022), feeling respected
and safe was often spoken of as a novel experience that motivated people to engage
in a process of self-inquiry and growth, including the disclosure and exploration of
traumatic experience. We also learned that supportive relationships were often found
outside mental healthcare: Partners, peers, spiritual communities and alternative care
providers were appointed as important helpers. Clinicians may more actively encourage
engagement with such helpers, but can also learn from the healing qualities of these
relationships, such as equality. Clinicians can express stigma subtly and unintendedly
to people with psychosis (Amsalem, Hasson-Ohayon, Gothelf, & Roe, 2018). Hence,
it seems crucial to raise awareness of stigmatizing practices and their consequences as
part of their professional education and training in order to create better relational
preconditions.
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Second and interrelated, our outcomes highlight the importance of long-term care.
Building supportive relationships requires an organizational context that allows profes-
sionals to be attentive and stay present (Klaver & Baart, 2011). Instead, the acute care
settings where people with psychosis often nd themselves are literally characterized
by seclusion. In correspondence with previous studies (Berry et al., 2013; Lu et al.,
2017; Lisa Wood et al., 2019), many narrators in our study described psychiatric ad-
missions as traumatic. Such traumatic treatment experiences can damage patients trust
and hinder engagement with mental health services (Lu et al., 2017). e way acute
care was followed up appeared to be of utterly importance to mitigate negative care
experiences. People that felt most hindered by mental health care often described crisis
admissions that were merely followed up by medication controls. By contrast, people
that felt supported by mental health care reported to receive continuous, integrated care
by multidisciplinary teams with familiar professionals. Although the latter is actually in
line with quality standards, people with psychosis especially those from marginalized
groups are at risk to receive only minimal care (Luhrmann & Marrow, 2019).

Chapter 3

ird, the outcomes highlight the importance of better access to psychotherapeuti-
cally interventions. Narrators experienced a lack of access to interventions that foster
meaning-making in general such as psycho-educations and psychotherapy - as well as
access to speci ¢ trauma-focused therapies. Psychosis, by de nitions consist of a break-
down of shared meaning ( ornhill, Clare, & May, 2004), and may cause clinicians to
be reluctant in the provision of psychotherapy. ey can, however, play an important
role in supporting the process of nding more viable and socially shared meaning. Sev-
eral therapies, such as Open Dialogue (Seikkula & Alakare, 2013) and Metacognitive
Re ection and Insight  erapy (Hamm, Beasley, & Mazor, 2021) have been developed
for this purpose. Additionally, our outcomes stress the importance of creative, body-
focused, and emotion-focused approaches to integrate trauma in non-verbal ways.

Education on psychological mechanism- especially that of dissociation-came forward
as another helper in creating a more viable and destigmatizing meaning of trauma
reactions. e illness-focused psychoeducation that is common in mental healthcare
can be helpful in the acceptance of mental distress and professional help. However,
in the case of trauma in psychosis, this approach might be problematic, both because
of underdiagnosed PTSD and the stigma-related negative e ect of illness insight in
psychosis (Ermers, Franssen, Scheepers, van Sambeek, & van Geelen, 2024; Lysaker,
Roe, & Yanos, 2007). Additionally, being told that your experiences are unreal can
be a very disorienting experience (Britz, 2017). People that are confused about the
realness of their experiences might bene t more from psychoeducation on the -often
decontextualized- phenomenological similarities between the content of hallucinations
and traumatic experiences (Peach et al., 2021; Steel, 2015; van den Berg et al., 2022).
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is information may help them to connect the dots between traumatic life events and
alienating psychotic experiences.

Posttraumatic stress in people with psychosis has been found to be systematically un-
derdiagnosed and undertreated in mental health care. In our study, few participants
had experience with trauma-focused therapies, such as EMDR and exposure therapy.
As we learned, people that su er from trauma consequences will not always seek help
for it. Clinicians can play an important role in encouraging people to engage in thera-
pies that reduce the avoidant behavior that is part of post-traumatic stress reactions.
Unfortunately, research indicates that in the case of people with psychosis, avoidance
might actually be sustained by clinicians, as a consequence of their own negative ex-
pectations or anxiety (Chadwick & Billings, 2022; Meyer, Farrell, Kemp, Blakey, &
Deacon, 2014; van den Berg et al., 2016). is pattern is aptly described by Boevink
(2005) as a dialogical process of not wanting to, and not being allowed to look at the
dark sides of the self, informed by the idea that talking about distress will aggravate
psychosis. In our study, we found that even people willing to confront trauma, had
di culty nding clinicians and institutions willing to provide trauma-therapy. In this
way, risk-averse mental healthcare systems can undermine actions of positive risk-taking
that can contribute to recovery (Hampson, Watt, & Hicks, 2019). Specialized training
has been found to e ectively decrease clinicians negative expectations about trauma-
focused therapy in people with psychosis (van den Berg et al., 2016). Furthermore,
guidelines and practices are changing in accordance with the accumulating evidence
that trauma treatment is e ective and safe in people with psychosis (Burger et al., 2023;
de Bont et al., 2016; Sin & Spain, 2017; Swan, Keen, Reynolds, & Onwumere, 2017;
van den Berg et al., 2018). Our results stress the urgency to accelerate implementation
of trauma-therapy for people with psychosis.

Contributions and limitations

Although meaning-making of trauma is an important element of recovery in psychosis
(L Wood & Alsawy, 2018), studies that o er in-depth insight into this meaning-making
process are scarce. In this study, we made use of a qualitative, narrative methodology
that allowed us to obtain both a di erentiated and contextualized picture of meaning-
making e orts of people with psychosis. In the (quantitative) narrative identity
literature, meaning-making of people with psychosis has been characterized in terms
of de cits. Yet contextualization of these de cits is often lacking. For instance, based
on a review, Cowan et al. (2021) proposed a developmental model of narrative identity
in psychosis, in which confusing psychotic experiences cause people to give up their
attempts to make sense of their lives. However, this process is exclusively interpreted in
terms of individual, psychological mechanisms. e outcomes of our study highlight
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the importance of social relationships in determining whether meaning-making at-
tempts fail or ourish and demonstrate the devastating e ect of stigma on this process.

Another strength of this study is the use of low-structured interviews, that permitted
us to inquire the spontaneous integration of trauma into the self-stories of people with
psychosis. In this way, we were able to identify a broad variety of meaning-making rep-
ertoires: Previous qualitative research has mostly focused on how people with psychosis
make meaning of illness experiences and resulted in distinction between people that
seal over illness experiences and people that integrate illness experiences. In relation
to trauma, we found more variation and combinations, such as highly integrated and
re exive self-stories with a lack of integration of childhood trauma. Insight in these
di erences can help mental health professionals to attune to particular challenges in the
meaning-making of trauma.

Chapter 3

Furthermore, insight in the di erent perspectives of people with psychosis can inform
re-conceptualizations of trauma in psychosis. Research on psychosis has become in-
creasingly guided by theoretical application of trauma models (Heriot-Maitland et al.,
2022). It is important to validate and improve such models in dialogue with the inside
perspectives that qualitative studies illuminate. e perspectives brought forward
by our participants are in line with the idea that the interplay between trauma and
psychosis is more complex than the most studied link between childhood trauma as a
predictor for later psychosis (Stevens et al., 2017). Within our small sample, all three
pathways as proposed by Morrison et al. (2003) were represented in the di erent story
types. Our ndings stress the need for taking into account that illness and treatment
experiences are potentially (re)-traumatizing (Buswell et al., 2021). As Stevens et al.
(2017) argue, a lack of recognition of psychosis -induced PTSD may be a powerful
maintenance factor for chronicity and relapse of symptoms.

In order for trauma models to be valuable for patients, they also need also to be pro-
foundly grounded in an understanding of what people with psychosis struggle with in
their lives. In line with ndings from a qualitative study of Vallath et al. (2020), our
outcomes indicate that some people with psychosis su er more from the accumulating
losses that they experience, than from the consequences of classical traumatic events.

ese losses include relationships with signi cant others, but also loss of social status
and dignity caused by the stigma on psychosis. Such experiences have been elaborated
in the social defeat theory of psychosis, which conceptualizes the repeated experience
of social failure, or of being put down by powerful others, as both a risk factor and a
consequence of psychosis (Luhrmann, 2007; Luhrmann & Marrow, 2019). Emerging
evidence indicates that experiences of social defeat mediate the link between trauma
and psychosis (van Nierop et al., 2014). Our study further supports the plea for better
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inquiry and integration of these social pathways in theories of trauma and psychosis
(see Heriot-Maitland et al., 2022).

Limitations of our study include issues of representation. e majority of participants
were female, middle aged, highly educated and participating in society. Under-repre-
sented groups included people with a migration background, that have been found
to be at higher risk for psychosis and associated experiences of social defeat (Veling &
Susser, 2011). Unintendedly, these representations issues may lead to the reproduction
of inequalities in narrative power (Plummer, 2020). Furthermore, the Psychiatry Story
Bank is a project that aims to improve psychiatric services, with the help of experiential
knowledge. Participants enroll on their own initiative. Possibly, our project is more ap-
pealing for service-users with negative care experiences, as satis ed service-users might
feel less urgency to participate.

Another limitation concerns trauma-assessment. In this study, we identi ed traumatic
experience on the basis of the content of stories people told about themselves. Previous
research indicates that traumatic experience does not necessarily become part of the
self-story of people with psychosis (Jansen et al., 2016). Storytellers can have di culty
verbalizing trauma, or feel the need to minimize or silence traumatic experiences to
produce acceptable stories (Llewellyn-Beardsley et al., 2022).  us, it is likely that we
excluded interviews of people that have experienced trauma but did not speak about
it. Systematic assessment of participants trauma exposure could have helped to iden-
tify this subgroup. Additionally, a mixed-methods design including PTSD assessment,
could be a valuable way of further elaborating meaning-making patterns in relation to
post-traumatic stress severity, or di erent subgroups of trauma in psychosis (Stevens et
al., 2017).

Conclusion

is study demonstrates various ways in which people with psychosis make meaning
of traumatic experience. Stigma in mental healthcare was identi ed as a major barrier
in the meaning-making process, especially the ideas that people with psychosis are not
able to develop self-insight and coping. e outcomes highlight the social context of
the meaning-making challenges that people with psychosis face. Over the last decades,
service-user oriented research has challenged pessimistic views on the possibilities of
people with psychosis to recover and has elucidated the self-a rming e ect of such
ideas. Our results suggest that the same self-ful Iling mechanisms could be at play in
the meaning-making of trauma and provides directions to better support this process.
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Appendix I: Interview guide

Main story and meaning

Opening question: What story would you like to share with us?
Alternative question: Could you tell what motivated you to share your story?

Topics to inquire Example questions ™
(to inquire when not brought up spontaneously) (to be adjusted to evolving story) g’_

&
Identity How did this story a ect the way you perceive yourself? ©

How did ita ect the way others perceive you?

Participation How did this story a ect your work/activities?
How did this story a ect your position in society?

Connectedness How did people react to your story ?
How was the support from your loved-ones to your story?

Care What role did mental health care play in your story?
What helped or hindered in care?
Would you like to change anything in mental healthcare?

Meaning How do you look back on what happened
How do you look at your future after what happened?

117



Chapter 3

Appendix I1: interviewer evaluation

Name of the interviewer:

Skills Yes/no/sometimes  Explanations and examples

Gives the interviewee time to express
thoughts: does not Il silences or inter-
rupt unnecessarily.

Inquires further on topics that seem
relevant for the interviewee.

Questions are asked in such way that
more depth is created.

Asks about concrete situations and
examples.

Does not ask suggestive questions.

Poses one question at a time.

Summarizes in an appropriate way
(only if needed and in the words of the
interviewee)

Reacts supportive and emphatic to what
is told.

Reacts without judgement.

Ensures that all interview topics are cov-
ered (if not addressed spontaneously)

Is capable of guarding boundaries.

What went well in this interview?

What are the most important learning points?
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Appendix I11: Storyline Analysis

Narrative analysis based on (and adapted to this study) from:

Murray M, Sools A. Narrative research in clinical and health psychology. In: Rohleder P,
Lyons AC, ed. Qualitative research in clinical and health psychology London: Palgrave
Macmillan; 2015. p. 133-54.

| Introduction
Case introduction

Narrator: demographic characteristics, diagnosis and care pathway [factual/descriptive
information based on intake information]

Interview context: location, interviewer characteristics, participants motivation for
participation, evaluation of the interview.

Summary of main story [in respondents own words]
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Action/Events: What happens? In doing so, distinguish what happens to the protagonist
and what he or she does. [Balance between action and events balance gives an indication
of the degree of agency].

Setting/scene: Where? is can be either a description of a physical or mental setting.

Purpose, intention: Why? is can be either something the protagonist wants to achieve
or desires, or the avoidance of a feared outcome.

Means/helpers and hinderers: By what or whom are goals/intentions achieved?

Breach: Between which of the above story elements is the imbalance? To identify the
breach ask: What tension motivates the narrative? Where is the disruption in meaning-
making? Where does not occur what is expected? If applicable: also describe resolution
of the breach.

Narrative summary: summarize the story, based on the above elements, using the re-
spondents own words, making clear the connection/causality from their perspective.

11 Trauma storyline analysis: form

Characterization of disintegration (form): How detailed, complex and coherent is the
storyline?

120



Making meaning of trauma in psychosis

Recovery style: e person turns toward the traumatic experience and actively examines
it (integration style). e opposite pattern as something to be moved away from (seal-
ing over style) and to see the traumatic experience as external to the self.

Use Neimeyers three forms of narrative disruption as sensitizing concepts to recognize and
elaborate di erent forms of narrative disruption:

Disintegration of self; the person before the trauma and after the trauma cannot be
reconciled (requires adjustment of conceptions).

Narrative dissociation: the trauma narrative does not become part of the socially shared
narrative (this is where repression and avoidance, among others, play a role).

Narrative dominance: ones own attempts to make meaning are dominated by a domi-
nant narrative (e.g., stigmatized illness identity).

IV Interactional narrative analysis

Positioning of storylines: How are the storylines positioned in the interaction? Which
ones seem obvious, which ones have dead ends, which ones are encouraged by the
interviewer or not. Missing elements, gaps and ambiguity are also important to clarify.

Positioning of narrator and listener: Who decides which storyline is desirable? And
which ones are disquali ed?

Conclusion about what is at stake: Interpretation from previous steps that tries to
explain positioning.

V Contextual analysis

Note: here the approach shifts from emic to etic.  eoretical knowledge of the researcher plays
a larger role here and may di er from the narrator s own meaning-making.

Positioning narratives in broader social, societal and political context: What views of
the narrators characteristics prevail in society? How does the story relate to dominant
narratives? Where do norms and values of the speaker and the outside world clash? s
is also about values/moral context to which the narrator and narrative relate.

VI Conclusions

What breach is central to this self-story and what is the meaning of trauma in it? (con-
tent of meaning made)
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To what extent is the trauma storyline integrated into the self-story as a whole? (form
of meaning-made)

What individual, interactional and social factors seem to play a role in (dis)integration
in this story?

What barriers and facilitators in the integration of trauma can be identi ed? (process of
meaning-making)

When meaning-making is the goal of the narrator, take self-identi ed helpers and
hinderers at a higher level of abstraction: what appear to be the working mechanisms ?

When meaning-making is not the narrators goal, interpret why this might be so from
previous conclusions.

VIl comparative analysis (after analyzing all stories).

Look across all cases for similarities and di erences at the level of a) plot/breach; b)
meaning of trauma within self-story ¢) characteristics of (lack of )integration; d) barriers
and facilitators in the meaning-making process.
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stigmatization, and microaggressions in
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A qualitative study of service users’
narratives
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Abstract

Collaborative care relationships form a key component of recovery-oriented mental
healthcare, but can be disrupted if service users feel judged by their professionals.
Professionals can express stigmatizing attitudes through microaggressions, i.e. subtle
forms of discrimination that have a negative cumulative e ect. People with psychosis
have been found to regularly experience overt and subtle forms of stigma in mental
healthcare.  is study aims to expand our understanding of the various forms and
consequences of microaggression from a service user perspective.

In this qualitative study, we analysed narratives of people with psychosis purposefully
selected from two collections of Dutch patient-authored stories ( Verhalenbank psy-
chiatrie and Patientervaringsverhalen), including two books and nine transcripts of
low-structured interviews. We performed thematic analysis to identify di erent forms
of microaggression and additionally used narrative analysis to gain insight into the
experienced consequences for recovery.

We identi ed three main forms of microaggression: microaggressions that dehumanize;
microaggressions that disregard service users perspectives; and microaggressions that
convey hopelessness. Experienced consequences of microaggression included feelings
of loneliness, powerlessness and uselessness, acts of despair, resistance or withdrawal,
and disengagement from services. Microaggressions were found to create additional
recovery needs that were often addressed outside mental healthcare.

Our ndings illustrate the gap between ideals concerning collaborative care relation-
ships and the everyday experiences of service users. Service users often experienced an
absence of relationship-building in mental healthcare, with negative consequences for
their recovery process. Our identi cation of di erent forms of microaggression can
raise awareness and e ectuate behavioural change in professionals and contribute to the
emancipation of people with psychosis.
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Background

A good collaborative relationship between service users and professionals in mental
healthcare is important for the experienced quality of care (Borg & Kristiansen, 2004)
and is associated with better treatment outcomes (Kidd, Davidson, & McKenzie, 2017;
Wampold & FlI ckiger, 2023). Service users often evaluate their care experiences in
terms of relationships and highlight the importance of trust and good communica-
tion (Gilburt, Rose, & Slade, 2008). A good relationship is of particular importance
in person-centred, recovery-oriented mental healthcare (Hamovitch, Choy-Brown, &
Stanhope, 2018; Newman, O Reilly, Lee, & Kennedy, 2015). As recovery is understood
as a personal and unique process, care should be tailored to service users goals and
vulnerabilities (Law & Morrison, 2014). Trusting relationships with professionals are
a prerequisite for service users to disclose and deal with disruptive experiences (Ber-
ring et al., 2024; Campodonico, Varese, & Berry, 2022; N. van Sambeek, Franssen,
van Geelen, & Scheepers, 2023) and explore their goals and desires (Hamovitch et al.,
2018). Good relationships with professionals can furthermore facilitate di erent pro-
cesses of personal recovery, such as rebuilding identity, and facilitating empowerment,
connectedness and hope (Dell, Long, & Mancini, 2021; Leamy, Bird, Le Boutillier,
Williams, & Slade, 2011). Additionally, mental healthcare professionals can play a sa-
lient role in rebuilding identity and empowerment by aiding service users development
of higher self-esteem and self-e cacy (Kilbride, Morrison, Nothard, Pitt, & Welford,
2009) and by dispelling stigma (Loch et al., 2013; Rao et al., 2009). e relationship
between mental healthcare professionals and service users is also important in facilitat-
ing a nourishing context for recovery, as professionals can support service users to build
a social support network and a safe space to live (Law & Morrison, 2014).

Chapter 4

Mental healthcare professionals can thus play a vital role in supporting service users
recovery by maintaining an open and respectful relationship with them (Frese Ill,
Knight, & Saks, 2009). Research, however, indicates that this is not always the case.
Service users regularly report stigma and discrimination in clinical encounters (Burke,
Wood, Zabel, Clark, & Morrison, 2016;  ornicroft, Rose, & Kassam, 2007) and
stigmatizing professionals have been identi ed as a prominent barrier in the recovery
process (Dell et al., 2021; Onken, Dumont, Ridgway, Dornan, & Ralph, 2002; L
Wood & Alsawy, 2018). e World Health Organization therefore strongly advocates
a human rights-based approach to mental healthcare that tackles power imbalances
between mental healthcare sta and service users, including stigmatizing attitudes of
professionals (World Health Organization, 2012).

According to Go man, expressions of stigma reduce someone from a complete and
usual person, to a devaluated, tainted one (Go man, 1964, p. 3). Stigma consists of
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negative stereotyping that results in discrimination when acted upon (Link & Phelan,
2001). One way in which mental healthcare professionals may communicate stigmatiz-
ing attitudes is by expressing microaggressions (Young, Goldberg, Struthers, McCann,
& Phills, 2019). Microaggressions are subtle forms of prejudice enacted in everyday
interpersonal interactions (Sue et al., 2007). ey di er from overt forms of discrimi-
nation in that they are more subtle and harder to attribute, as people expressing them
might be unaware of the negative underpinnings and e ects of their communication
(Amsalem, Hasson-Ohayon, Gothelf, & Roe, 2018; Barber, Gronholm, Ahuja, R sch,
& ornicroft, 2020; Rini, 2020). e term was originally coined to describe the subtle
forms of maltreatment experienced by members of racial minorities (Williams, 2021).
In recent years the concept has been applied to other marginalized groups, including
people in mental distress (Barber et al., 2020). Although microaggressions are more
subtly expressed than overt types of discrimination, it should not be concluded that
they have fewer negative e ects. Daily exposure to subtle forms of stigma and discrimi-
nation is thought to have a bigger cumulative negative e ect than overt stigma and
discrimination (Barber et al., 2020; Young et al., 2019). is e ect includes low self-
esteem, self-doubt, and isolation (Torino, Rivera, Capodilupo, Nadal, & Sue, 2018).

e subtlety of microaggressions can also cause a downward spiral in which service
users question the validity of their own experiences (Barber et al., 2020). e negative
e ect of microaggressions on the therapeutic partnership and overall satisfaction with
care has been demonstrated in research on microaggressions that target service users
racial and sexual orientation (Sue et al., 2007).

Although the negative impact of stigma and discrimination against people with mental
illness is well researched, studies on microaggressions targeting people with mental ill-
ness are scarce (Peters, Schwenk, Ahlstrom, & Mclalwain, 2017). A few broad studies
exploring microaggressions as experienced by individuals with mental illness found that
mental healthcare professionals are among the o enders (Gonzales, Davido , Nadal,
& Yanos, 2015; Peters et al., 2017). Given the crucial role of a good relationship in
supporting service users in their recovery process (Dell et al., 2021; Leamy et al., 2011),
our aim was to explore microaggressions in the context of mental healthcare, focusing
speci cally on the experiences of service users with psychotic disorders, the most stig-
matized group of people with mental illness (Luhrmann & Marrow, 2019; Lisa Wood,
Birtel, Alsawy, Pyle, & Morrison, 2014) and therefore likely to be a ected by microag-
gressions. One previous study (Amsalem et al., 2018) based on interviews with service
users classi ed with schizophrenia and their family members identi ed three forms of
microaggression: those communicating that lived experience is irrelevant; those com-
municating that there is no hope for the future; and those communicating that it was
unnecessary to share and discuss professional knowledge. e study in question only
focused on the presence of microaggressions in diagnostic communication. People with
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psychosis often receive various forms of long-term care, however, and it is therefore im-
portant to understand how microaggressions manifest in a broader spectrum of mental
healthcare experiences (Sue et al., 2007) and the e ects of microaggressions over time,
especially given their cumulative negative e ect. Further research into the occurrence
and possible negative e ects of microaggression can help service users validate their
experiences and voice these experiences in quality improvement e orts (Carel & Kidd,
2014), and also raise mental healthcare professionals awareness of their expression so
that they can alter their behaviour and build better relationships, thereby enhancing
recovery-oriented care. e present study therefore aims to investigate microaggressions
and their consequences as experienced by people with psychosis in long-term mental
healthcare.

Chapter 4

Methods

Study design

To gain insight into service users experiences of microaggressions in mental healthcare,
the researchers undertook a qualitative study of service user narratives, which provided
them with non-directed and in-depth accounts of service users experiences (van de
Bovenkamp, Platenkamp, & Bal, 2020). Narrative interviews and ego documents such
as books are interesting data sources for exploring microaggressions, as they recount
speci ¢ and cumulative care interactions and narrate their long-term e ects.  ese
descriptions help to foster a deeper understanding of what the actions of mental health-
care professionals mean to service users, and the consequences of these actions.

Story selection

Two di erent collections of service user stories in the Netherlands were used for this
study: the collection of written and published service user stories maintained by Eras-
mus University Rotterdam,'? and the collection of anonymized service user interviews
in the Psychiatry Story Bank™ maintained by University Medical Centre Utrecht.  ese
collections were both founded to improve care by studying rst-person accounts. Both
forms of narrative data provided the researchers with detailed descriptions of service
user experiences and allowed them to identify microaggressions and how they relate to
service users negative care experiences and their consequences. Combining di erent
narrative resources helped the researchers maximize variation in service user charac-
teristics. For instance, published stories are more likely to be written by people who
have substantial resources at their disposal (e.g. in terms of verbal and cognitive skills,

nancing, networks), while being interviewed is accessible to a broader group of service

12 www.patientervaringsverhalen.nl
13 www.psychiatrieverhalenbank.nl
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users. e books analysed were publicly available, whereas the interviews were collected
with the explicit informed consent of the participants. Details of the latter procedure
are described elsewhere (Nienke van Sambeek, Baart, Franssen, van Geelen, & Scheep-
ers, 2021).

e sample was composed by rst selecting eligible narratives based on the following
criteria: (1) narrator has experienced psychosis or is diagnosed with a psychosis-related
disorder; (2) narrator mentions experiences with mental healthcare sta ; (3) narrator
describes experiences with care institutions that took place in the past 25 years, ensur-
ing the applicability of the results to healthcare today; (4) narrator describes or illus-
trates instances of microaggressions or stigmatization by healthcare professionals.  ese
criteria led to the selection of 32 books from the service user story database of Erasmus
University Rotterdam, and 33 interviews from the Psychiatry Story Bank.  ese books
and interviews were screened for case richness, i.e. whether they provided rich descrip-
tions of mental healthcare experiences and detailed accounts of microaggressions and
their consequences. s strategy of intensity sampling (Suri, 2011) resulted in the
selection of nine interviews and two books that were analysed in depth. A relatively
large number of books were excluded because they focused on subjects other than care
experiences, such as the crisis before rst diagnosis, psychotic symptoms, or the service
user s life story before and after illness. Interview transcripts had an average length of 15
pages, while the two books ran to 160 and 235 pages respectively. Characteristics of the
narrators are provided in table 1.

Table 1: Narrators characteristics

Name Sex Age Diagnosed Educational level Employment  Current use
(pseudonym) with of mental
healthcare
Interviews
Tim male 68 Schizophrenia ~ Vocational educa-  Employed Only
tion medication
checks
Ria female 60 Schizophrenia ~ Secondary school ~ Unemployed No
Joyce female 44 Schizoa ective  University Volunteer work  Yes
disorder
Eva female 52 Bipolar disorder Professional Volunteer work Yes
education
Lida female 22 Schizophrenia  Secondary school ~ Unemployed Yes
Dolores female 38 Schizoa ective  Vocational Unemployed Yes
disorder education
Roy male 48 Schizophrenia  Professional Employed Yes
education
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Table 1: Narrators characteristics (continued)

Name Sex Age Diagnosed Educational level Employment  Current use
(pseudonym) with of mental
healthcare
Zoey female 26 Unspeci ed psy- Secondary school  Unemployed Yes
chotic disorder
Miles male 47 Unspeci ed psy- University Employed No
chotic disorder
Books
Janet female 32 Schizophrenia ~ Vocational Volunteer work Only
education medication
checks <
Marja female 50 Schizophrenia ~ Vocational Employed No g
education s
®]

Data analysis

A combination of thematic and narrative analysis was performed to examine the
selected stories.  ematic analysis was used to identify microaggressions, whereas
narrative analysis was performed to gain insight into the experienced consequences
of microaggressions. For the thematic analysis, we used guidelines for a re ective
thematic approach (V. Braun & Clarke, 2006; Virginia Braun & Clarke, 2021) fol-
lowing an abductive method (Tavory & Timmermans, 2014), thus alternating between
data analysis, theory and previous empirical studies. To identify microaggressions, we
developed a conceptual framework based on the existing literature on microaggres-
sions, including Amsalem et al. (2018); Sue et al. (2007) and Peters et al. (2017). We
used this framework, consisting of subcategories of microaggressions, deductively in
addition to inductive coding to allow us to construct new conceptualizations. s
involved rst coding microaggressions in the selected books or transcripts, resulting in
105 instances of microaggression. We then categorized codes by identifying similarities
and di erences in separate expressions, allowing us to group the microaggressions into
three forms. After identifying these main categories of microaggression, we reread the
excluded 24 interviews to check whether service users experiences with less articulated
or chaotic stories were su ciently covered. is did not result in additional categories
of microaggression.

For narrative analysis, we performed the rst two steps of Murray and Sools (Murray &
Sools, 2015) framework for storyline analysis, consisting of identi cation of di erent
storyline elements (agent, incident, means/helpers, setting, purpose, and breach). Sub-
sequently, we wrote a narrative summary of each narrative that matched the authors
voice.  ese summaries helped to clarify the links between microaggressions, their
consequences, and the recovery context. After initial analysis, a comparative analysis
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was performed to identify similar storylines, resulting in three main plots that were
constructed by integrating multiple individual storylines.

Interpretative research requires critical re ection on researchers subjectivity and the
application of quality measures to enhance validity and reliability (O Brien, Harris,
Beckman, Reed, & Cook, 2014). In this study, data triangulation (books and inter-
views) and methodological triangulation (narrative and thematic analysis) were applied
for this purpose (Noble & Heale, 2019). Furthermore, researcher bias was mitigated
through researcher triangulation: analysis was carried out by PD who has a background
in medicine and healthcare management, and NvS who is a psychologist. Both have
clinical experience that sensitized them to the importance of supportive attitudes of
healthcare sta . e research process was supervised by MH. Meetings with HvdB and
FS were held during the various stages of analysis to discuss and re ne preliminary

ndings, identify blind spots, and enrich interpretation of the narratives through mul-
tidisciplinary teamwork.

Results

We identi ed 105 instances of microaggression in the narratives we analysed (see table
2 for details on the care setting and o enders). Comparative analysis gave rise to three
distinct forms of microaggression: microaggressions that dehumanize; microaggressions
that disregard service users perspectives; and microaggressions that convey hopeless-
ness.  ese forms of microaggression and how they are expressed are based on service
users narrative meaning-making of negative care experiences and will be illustrated
below.

Table 2: Microaggressions; care setting and o ender

Care setting Percentage (quantity) O ender Percentage (quantity)
Outpatient 39% (41) Psychiatrist 33% (35)

care

Inpatient care 61% (65) Psychiatric 27% (29)

nurse
Psychologist 4% (4)

Otherorun-  36% (38)
speci ed sta
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Microaggressions that dehumanize

Microaggressions that dehumanize communicate the idea that the person is regarded
merely as a disorder that requires treatment, rather than as a fully- edged human being
in need of care. Care experiences with this type of microaggression are de ned by the
professionals lack of reciprocity, lack of interest and attention beyond the disease, and
shaming and blaming.

First of all, service users described a lack of reciprocity in their relationships with profes-
sionals. ey felt that professionals did not fully engage with them, and made no e ort
to build a relationship. s lack of reciprocity was communicated when professionals
did not participate actively in conversations, for example by not responding to patients
or merely taking notes:

Chapter 4

I was sitting there without a story and | never got anything back. I just told how
bad | was. But that person [psychiatrist, Ed.] just sat there and wrote a little bit
on a notepad. And that made me so desperate. | often dissociated with him because
I found it so horrible. I remember that I just stepped out of my body and saw myself
sitting on that couch.

Joyce

Second, service users described professionals showing little or no interest in who they
were beyond their disease.

Just not being paid attention to at all, you know. ey seem to work from the prin-
ciple: swallow your pills and keep your mouth shut. And I think there should be um,
much more attention there precisely to have serious conversations with you. Because
at least I missed that very much in psychiatry ~ And um, I, | think um, yeah, I dont
know, but I didnt feel treated like a full human being. So like um, you dont have a
disease, but you are your disease, you know, that kind of idea.

Ria
Patients experienced a lack of human interest when professionals did not ask them
about their personal life or life history in individual consultations. During hospitaliza-
tions, they also experienced a lack of interest when sta were unavailable or inattentive,

providing little opportunity for personal conversations.

ird, patients described how professionals blamed and shamed them for deviant
behaviour that gave expression to their mental distress and that they felt unable to
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control. For instance, professionals would express disapproval of acts of despair, instead
of responding to them with empathy. One patient recalled how a nurse reacted to her
self-harming behaviour:

After half an hour the night nurse came to visit. She was angry because of my wound
and that | called her. She put a plaster on my hand without looking at it rst. s
approach was not okay, | was looking for help. A plaster? Of course it did not help, so
| tied a washing glove around my hand . I did not dare to call again.

Marja

Microaggressions that disregard service users’ perspectives

Microaggressions that disregard service users perspectives communicate the idea that
their perspectives and lived experiences are irrelevant in care provision. Care experiences
with this type of microaggression are de ned by: neglect of service user perspectives in
diagnosis and treatment; a lack of shared information and decision-making; and a lack
of therapy options.

First of all, people describe care experiences in which professionals do not ask or take
seriously what is relevant to them when it comes to their illness and treatment, for
instance by not engaging in conversation about their struggles and fears, and by ne-
glecting connections between di erent problems in their life. Patients explain that they
would have preferred a deep discussion in order to get to the core of problems. Some
of those who heard voices felt as if the voices were treated merely as a symptom to be
erased, whereas for them they entailed meaningful content that should have informed
their treatment:

I stopped going to the institution, because | just had better conversations with my
home care worker ~ Before | became psychotic, our son had been slightly abused. |
have been abused myself, so then you notice that better too... And | actually made it
stop.  at was very di cult. And | was afraid of him [the perpetrator, Ed.], so in
my psychosis | really psyched out about that. But there was a real danger. And we
actually barely talked about that at the institution. And thats something you do need
to talk about. Because when | heard voices, it was often his [the perpetrators, Ed.].

Eva
Second, this form of microaggression can be expressed through a lack of shared in-

formation and decision-making. Narrators describe situations in which professionals
treated them as if they did not have and were unable to develop any insights, for in-
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stance by not o ering a detailed explanation of what was happening to them, or by not
informing them about the proposed diagnosis. Other instances included situations in
which professionals did not involve patients in decisions about treatment, or neglected
to motivate their treatment or intervention choices.

I always needed to 11 in some kind of diagram, and | needed to bring people along,
I never really understood why . He did not do any diagnostics, we did not have a
treatment plan... And | had been through a series of traumatic experiences. So | had
done a lot of research on the e ects of trauma. But when | presented that to him,
he was basically like; oh yes, yes, he knew all that. So | was like, why dont you do
anything with that, man? You re really making money here o the backs of people in a
vulnerable position. So that really infuriated me. And then I was done with it, | said
goodbye to the mental health services.

Chapter 4

Miles

Additionally, when service users reported negative consequences of treatment they felt
that nothing was done with their feedback.  is was often the case for drug side-e ects
that had a signi cant and devastating in uence on their life.

I was taking Seroquel and at one point the psychiatrist said | know a better drug.
But Haldol turned out to be an intense drug, because | started shaking eh, it made
me sti and I gained thirty kilos. Um, yes, | found that really terrible, that medicine.
Especially the weight gain | tried talking about it with my nurse, but instead of
having a conversation about it, she would just say every time, Yes, but wouldnt you
rather be fat than psychotic?

Dolores

ird, the service users perspective was also disregarded when professionals o ered lim-
ited or no treatment options that worked at the level of meaning-making and insight.
Service users recounted that their treatment focused solely on stabilization and medical
treatment. Psychotherapies common for other mental illnesses were often not provided.
Some narrators had educated themselves in mental health and treatment options, but
felt their treatment suggestions were ignored or rejected.

Microaggressions that convey hopelessness about the future

e third form of microaggression conveys hopelessness about the future, with profes-
sionals expressing negative expectations about peoples future prospects and ability to
recover. Care experiences de ned by this type of microaggression are those in which
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professionals take away purpose and emphasize chronicity. In many cases, service users
rst experienced this sense of hopelessness about the future during their hospitaliza-
tion, when they lacked meaningful activities or even mundane tasks. ey frequently
reported that they were just serving their time and that they were o ered few if
any planned activities or therapies. ey also stated that mundane tasks that would
normally structure their day - such as doing laundry - were taken away from them.
e lack of purposeful activity during hospitalization was often accompanied by an
experienced lack of purpose going forward, as the professionals did not o er service
users the possibility of working towards a meaningful life outside the mental health
facility, for instance by not allowing them to go on leave or by talking to them about
sheltered living options. Below, Roy recounts that his psychiatrist did not have faith in
his preferred living situation.

I was 25 and | had no relationship, I had no house, I had no job, I had nothing at
all. And I saw a lot of clients from that youth group going home after six months. But
I spent two years and two months there, because I didnt have a home  So | had
to wait until 1 could go to sheltered housing. Because they thought I should live in
sheltered housing rst. And the psychiatrist insisted that | go back to sheltered living
in my village, because he thought the city was much too big for me. But | couldnt go
back to the countryside, because of my homosexuality, and just being very di erent.

Roy

Finally, hopelessness is communicated when professionals tell service users that their
diagnosis is for life , emphasizing chronicity over the possibility of recovery.

It is hard to have been a client. It is something that you have to deal with. It causes

self-stigmatization and a need for con rmation  And I see myself more and more
as normal, not as a client, because its been so long now 1 have not had a psychotic
episode in ve years. It is weird, but they say that if you get a diagnosis, that it is for
life.  ats just unfair when your psychoses fade and you are able to handle them.
Why do you still have to say: | have a schizoa ective disorder.

Dolores
Service users also describe being encouraged by professionals to always communicate

their diagnosis to others, even if they have not had symptoms in a long time, as il-
lustrated in the quote above.
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Consequences of microaggressions

Microaggressions expressed by healthcare professionals can in uence the recovery of
people with psychosis in a variety of ways. e consequences we have identi ed are
based on service users narrative meaning-making of the relationship between a negative
care experience and the e ects of this experience over time. Consequences were mostly
described in terms of feelings and actions and categorized accordingly. Speci c relation-
ships between the form of microaggression and consequences are displayed in  gure 1.

Figure 1: Microaggressions and their consequences
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To capture the relationship between microaggressions and consequences as narrated by
the service users, we have displayed the results as narrative summaries of the three main
plots identi ed in our sample. e three plots were similar in that there was friction
between the narrators recovery goals and the mental healthcare setting in which vari-
ous forms of microaggression took place. e feeling of being in the wrong setting for
recovery created an urgency in the narrators to nd more supportive settings.  ese are
captured in the three recovery plots described below.

Consequences of dehumanization

Consequences of microaggressions that dehumanized service users consisted of feelings
of unsafety and loneliness, self-stigma, and acts of despair. Whereas loneliness was often
associated with a lack of reciprocity and interest, feelings of unsafety and self- stigma
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resulted mostly from shaming and blaming. People described how these feelings ag-
gravated their despair, often leading to an increase in the destructive or self-destructive
behaviour they had sought help for.

Plot type I: Nobody saw my despair

During my crisis, | often felt lonely while seeking support from my care providers.
Care providers were not really involved and they did not create a secure environ-
ment for me to tell them about my experiences and my past. Instead I felt observed
and unsafe, making me hesitant to discuss these experiences with them. ey tried
to x everything with medication, which made me feel as if I was just insane and
unworthy to talk to. I felt unheard and unsafe, which sometimes led me to in ict
self-harm.  ose attempts were a cry for help, but the professionals would react with
incomprehension, they judged my behaviour as impulsive and told me that they
would teach me to behave. 1 could not see how this kind of care could be bene cial.
| felt misunderstood and invisible, 1 did not understand why they showed so little
interest in me. ey were supposed to support me, right? I felt horrible and trapped as
others could not recognize my su ering.

ese experiences created a need to recover not only from the psychosis but also from
the dehumanization. In these stories, peer-settings were often experienced as the right
setting to restore a sense of self-respect.

Recovery plot I: I just needed some love and attention

My friends, our conversations were my salvation. And I ve experienced a lot of sup-
port at the recovery college.  ere you are treated as a full human being, on the
basis of equality.  ats very important. In the end you just need a bit of love and
attention. People who simply ask you to tell them whats going on inside you. And
who react empathically when you tell them about your struggles. It is very important
for counsellors in psychiatry to do that more, instead of merely asking whether youve
taken your medication yet.

Consequences of disregarding service users’ perspective

Not having a say in their own care made service users feel powerless. In most cases,
this powerlessness turned into anger and resistance and led to disengagement from
psychiatric services. Disengagement took various forms. In some cases, people would
continue treatment to avoid coercive admission, but cooperate only minimally. In other
cases, people would act out and overtly resist treatment. In both cases, care became an
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ine ective ritual that opposed recovery. Disengagement from services could also take
the form of avoiding or quitting mental healthcare.

Plot type I1: | had no say in my own care

When | realized that | was extremely chaotic and that | was experiencing things that
other people were not, | made the decision to get professional help. | expected that
professionals would help me explore and understand what was happening. However,
I never found out what they thought. ey did not even inform me about my diagno-
sisand | had little to say about my treatment. | did not feel involved or in control of
my own trajectory. ey never showed interest in my thoughts about or experience of
treatment. It gave me the impression that they did not value my opinion. ey made
decisions for me rather than with me, and assumed that | could not make sense of it
all.

Chapter 4

Indignation often motivated people to take the responsibility for their recovery out
of the hands of formal services and into their own. In this process, they searched for
other forms of support and knowledge to recover from having their perspectives and
meaning-making disregarded. In these stories, alternative care settings and spiritual or
religious communities were often experienced as the right setting to gain or regain ones
Own voice.

Recovery plot 11: | took back control

My trust in healthcare faded. e lack of communication enraged me to the point
where I began to act out. | decided that I did not want to cooperate anymore. | knew
deep down that the issues that | needed assistance with would not be resolved by
the treatment that they provided. I decided to deepen my knowledge about psychosis
and di erent therapy forms, which helped me to understand why this had happened
to me and how I could take responsibility for my own life. As a result, I decided to
discontinue treatment in psychiatry and nd a therapist in alternative care. | was
fortunate that I succeeded, but I believe that many things could have been done better
in regular care.

Consequences of hopelessness

Consequences of microaggressions conveying hopelessness entailed feelings of useless-
ness and being stuck.  ese feelings would often arise while service users were hospi-
talized and lacked purposeful activities. e pessimistic perspectives that professionals
communicated aggravated such feelings. Service users felt given up on and depreci-
ated and lost faith in the prospect of ever returning to a normal life. e lack of pros-
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pects made them passive and depressed. In some cases they started to numb themselves
through substance abuse.

Plot type I11: My life was not going anywhere

Before my admission, | was extremely restless and my personal life was a mess. |
needed structure and support in all aspects of my personal life, and | expected that
my healthcare professionals would assist me in resolving these issues. I was motivated
to solve my problems and work for a better future. Instead, during my admissions,
they took all of my responsibilities away from me.  ere was no structure, no activity,
and they did not provide many therapies due to budget cuts. i made me feel stuck
and bored. I could only drink co ee and smoke cigarettes, was not even allowed to go
outside. I did not understand how this could help me improve my life. My psychiatrist
didnt take me very seriously. He also gave me the prognosis that, with a diagnosis
of schizophrenia, | could forget about a social life, independent living and educa-
tion.  at had quite an impact on me at the time. Because if you cant do anything
anymore, then you become passive.  en you no longer actively engage in your own
development.

In other cases, people were motivated to prove pessimistic healthcare professionals
wrong. In these stories, recovery of self-esteem frequently began by re-engaging in
meaningful activities with other people, often in the form of leisure activities, educa-
tion, or volunteer work.  rough these activities, people regained con dence in their
ability to grow and gradually disentangle from self-stigma.

Recovery plot I11: I proved them wrong

I knew | was not stupid, and | wanted to show them that I could recover and live

a ful lling life. Eventually, 1 succeeded in nishing my training to become a peer

worker in three years.  at was really a victory for me. It was like giving them the
nger, like saying yes, | can do this, | have proved it.

Discussion

e aim of this study was to identify di erent forms of microaggression and their
consequences as experienced in mental healthcare by service users with psychosis. By
performing a qualitative analysis of service users narratives, we identi ed three forms
of microaggression: microaggressions that dehumanize; microaggressions that disregard
service users perspectives; and microaggressions that convey hopelessness.
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Consistent with previous research on this topic, service users described negative care
experiences in which they felt de ned by their disorder and treated as inferior by men-
tal healthcare professionals (Barber et al., 2020). In our study, we categorized these
experiences as microaggressions that dehumanize, as this term seems to best capture the
experience of being approached only as a disordered individual, without empathy or
attention for other aspects of ones life history and identity. Narrative analysis demon-
strated that this made service users feel lonely and unsafe in mental healthcare settings,
which aligns with previously described e ects of microaggression (Gonzales et al.,
2015). Microaggressions that dehumanize could further contribute to self-stigma and a
lack of self-respect, as people did not feel entitled to the same treatment as others. e
narratives taught us that, in particular, blaming and shaming contributed to actions of
despair, such as self-harm or suicidal behaviour.

Chapter 4

Microaggressions that disregard service users perspectives overlapped with previous re-
search identifying invalidation of lived experience and a lack of shared decision-making
as microaggressions (Amsalem et al., 2018).  is microaggression can be understood
as a form of epistemic injustice, as people are invalidated in their capacity to know
themselves (Fricker, 2003). We identi ed a lack of therapy/psychotherapy options as an
additional expression of a microaggression that disregards the service users perspective,
as the absence of these options appeared to stem from professionals low trust in service
users ability to make sense of their situation or develop self-insight. Previous research
indicates that this kind of therapeutic pessimism and undertreatment can lead to a
vicious circle of ine ective interactions in which the service user is labelled as di cult
and may be held responsible for a lack of progress (Koekkoek, Hutschemaekers, van
Meijel, & Schene, 2011). Our analysis demonstrated that such interactions can also
result in the service user disengaging from mental healthcare services. Treatment non-
adherence has been identi ed as a consequence of microaggression in previous research
(Gonzales et al., 2015). In our study, we saw that disengagement could take various
forms, ranging from minimal cooperation to quitting treatment.

Finally, and similar to the outcomes of Amsalem et al. (2018), we identi ed a form
of microaggression that conveys hopelessness and entails pessimistic views on recovery
from psychosis by emphasizing chronicity. In addition, we found that hopelessness also
ensued from taking away purpose. e more indirect version of this microaggression
was a lack of mundane and meaningful activity during hospitalization, which caused an
immediate feeling of uselessness; the more direct version was explicit communication by
professionals about impossibilities going forward, which had the more gradual e ect of
evoking depression, passiveness, and self-stigma. Our results show similarities with the
Why try e ect of stigmatization, as described by Corrigan, Larson, and R sch (2009),
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in which people internalize pessimistic expectations, resulting in low self-esteem and
self-e cacy, and anticipate failure by giving up attempts to achieve personal goals.

As recovery research has demonstrated, recovery from serious mental distress such as
psychosis is not merely about recovering from the illness, but also about recovering from
stigma and adverse care experiences (Dell et al., 2021; Lu, Mueser, Rosenberg, Yanos,
& Mahmoud, 2017). In our study, we saw that microaggressions in mental healthcare
resulted in added or heightened recovery needs, which can equally be understood as
struggles for social justice, such as recovery of self-respect and self-esteem (Honneth,
1996), and epistemic justice (Fricker, 2003).  ese added recovery needs were often re-
solved outside mental healthcare. In our study, the anger roused by epistemic injustice
appeared to be most strongly associated with resistance, non-adherence to treatment,
and empowerment outside mental healthcare. Peer support and alternative care and
work settings all played an important role in recovery from the consequences of mi-
croaggression. e recovery plots we identi ed illustrate the resilience of people with
psychosis. e narratives, however, also taught us that recovery was a long and di cult
process requiring many resources (e.g. a supportive network, energy, assertiveness, cog-
nitive skills, etc.). When these resources were not available to people, they were likely
to get stuck in care situations of damaged trust and minimal engagement, leading to
relapse or stagnation of recovery.

Implications

Research on microaggression is subject to debates about the boundaries of the concept
(Williams, 2021). e ndings of this study can help to further elaborate the concept
empirically within the context of mental healthcare. Microaggressions are generally de-
scribed as distinct from discrimination because they express prejudice less publicly and
less overtly (Rini, 2020). According to Williams (2021), the concept of microaggres-
sion overlaps considerably with the well-studied concept of everyday discrimination,
but better covers experiences of not being seen, or being socially excluded. In line with
this di erentiation, our results imply that it might be useful to rethink microaggression
in mental healthcare not only for what is actively done to people but also in terms of
what they are deprived of. Strikingly, service users often described negative care experi-
ences in terms of the absence of relationship-building and not being treated as equal or
worthy of humane interaction. For microaggression research in mental healthcare, we
therefore propose extending the analysis of microaggressions beyond negative remarks
or actions to include the aspects of normal human interaction that are lacking in insti-
tutionalized practices.  is would also make the distinction between microaggressions
and overt and deliberate forms of aggression (see van der Geest & Platenkamp) and
discrimination clearer.
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Furthermore, the long-term consequences of microaggressions identi ed in this study
challenge the notion that the pre x micro implies an innocuous or negligible form of
aggression, as critics of the concept have argued (see Rini, 2020). e adverse conse-
quences we found highlight the importance of researching stigma and discrimination
beyond their overt manifestations. Rini (2020) proposes understanding microaggres-
sion as a functional part of systematic oppression, characterized not so much by size
but by the ambiguous experience that victims undergo. Microaggressions seem to cause
psychological harm precisely because their subtlety complicates the attribution process:
it makes victims doubt whether they are being treated unjustly or whether they are just
being hypersensitive or wrong (Jones, Arena, Nittrouer, Alonso, & Lindsey, 2017; Rini,
2020). In the case of service users with psychosis, this attributional doubt might be
further enhanced because psychosis by de nition entails experiences and perspectives
that are not socially shared. In our study, we saw that the experience of microaggres-
sions resulted in enhanced self-stigma as people started to believe the prejudices that the
microaggressions conveyed (e.g. not being able to hold down a job, not being worthy of
a real conversation).

Chapter 4

e lack of overtness and the plausible unintentionality that is inherent to the concept
of microaggression also make it more challenging for victims to address (Rini, 2020).
Users of mental health services might nd it particularly hard to gain acknowledgement
of this form of injustice, given the risk of diagnostic overshadowing of profession-
als (Fontesse, Rimez, & Maurage, 2021), i.e. the tendency to disqualify service users
behaviour and perspectives as part of the psychopathology. By identifying di erent
forms of microaggression within mental healthcare, this study can help service users
with similar experiences to validate and articulate their experiences and enhance their
empowerment.

is study also clari es the added value of the concept of microaggression in relation to
other, more widely shared concepts related to power di erences in mental healthcare.
Di erent ways in which mental healthcare workers exercise power beyond formal coer-
cion have been captured in the growing literature on informal coercion, which proposes
a hierarchy of behaviours (ranging from persuasion to threats) meant to pressure people
to accept mental health treatment (Pelto-Piri, Kjellin, Hyl@n, Valenti, & Priebe, 2019;
Szmukler & Appelbaum, 2008). e concept of microaggression highlights types of
behaviour other than informal coercion. Informal coercion - however questionable it
may be ethically - is deployed intentionally by mental healthcare professionals to ensure
treatment while avoiding formal coercion, such as involuntary admission. By contrast,
microaggressions are unintentional expressions of stigma that do not have a defensible
aim. Whereas informal coercion might result in treatment in which the relationship
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between professionals and service users can be restored, our study shows that microag-
gressions are more likely to result in disengagement from mental health services.

For clinical practice, our ndings illustrate the urgent need to improve relational care
for people with psychosis. Dignity and respect for every person are at the heart of
recovery-oriented mental healthcare, and should at all times be re ected in profession-
als communication and practice (Jensen et al., 2013). Overt and covert forms of stigma
and discrimination against people with severe mental distress, and people with psychosis
in particular, are a society-wide problem (Lisa Wood et al., 2014).  eir expression by
care professionals is particularly harmful, however, because of the in uence and power
professionals can exert over the lives of service users (  ornicroft et al., 2007). e oc-
currence of microaggression in mental healthcare raises questions about why o enders
are often unaware of the negative underpinnings and e ects of their communication
(Amsalem et al., 2018); after all, professionals receive extensive training in the com-
municative and therapeutic skills needed to work with people in vulnerable positions.
One explanation might be that members of a dominant group are usually not sensitized
to identifying microaggressions (Rini, 2020). Our study provides rich descriptions of
instances of microaggressions experienced in mental healthcare that could inform the
further training of this group and raise professionals awareness and recognition of mi-
croaggression as a rst and vital step towards behavioural change (Michie, van Stralen,
& West, 2011). Beyond unawareness, it is important to look at other explanations for
harmful behaviour in healthcare as well. For instance, dehumanizing behaviour on
the part of care professionals has been explained as a protective strategy that allows
them to cope with su ering (Hoogendoorn & Rodr guez, 2023). Viewed through
the lens of microaggression theory, it is of particular importance to focus on the way
microaggressions reinforce power di erences between social groups (Williams, 2021).
Dependency on care gives rise to complicated power inequalities between service users
and providers that might result in harmful behaviour if not mitigated carefully (van der
Geest & Platenkamp). Additionally, power dynamics between sta members can also
trickle down to service users (Fontesse et al., 2021). Fontesse et al. (2021), for instance,
found that psychiatric nurses who feel dehumanized by their superiors are more prone
to dehumanizing their patients. Sensitizing professionals for microaggressions might
therefore only be e ective when simultaneously addressing the power dynamics within
care organizations.
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Strengths and limitations

is study contributes to the emerging eld of microaggression research in mental
healthcare and focused on the stigmatized group of service users with psychosis. To
our knowledge, this is the rst study that provides insight into their experiences with
microaggressions in long-term care trajectories. One important strength of this study
is that we made use of service users narratives that were not, or only minimally, struc-
tured by the researchers. In both the interviews and self-authored books, the narrators
had the liberty to construct their own story about what mattered most to them. We
learned that when people have the opportunity and space to tell their story without
the usual restrictions of a clinical or research setting, they mostly produce stories about
their life and self across several decades.  is made it possible for us to gain insight into
the long-term consequences of microaggressions in care and their e ect on recovery in
psychosis, thereby complementing previous research on microaggressions in psychosis
care (Gonzales et al., 2015). Given the cumulative negative e ect of microaggressions
described in the literature ( ornicroft et al., 2007; Young et al., 2019), studying their
long-term consequences is of particular importance in microaggression research.
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A limitation of our study is that we were unable to specify all the relevant variations
between service users and their care trajectories, such as di erences in illness severity,
or di erences between coercive and voluntary care. Future research could establish
whether the particular form of microaggression being experienced is related to speci ¢
service user or care setting variables. Furthermore, to enhance conceptualizations of
microaggression in the context of mental healthcare, we purposefully selected stories
about the occurrence and elaboration of negative care experiences. We did not examine
the stories of people with psychosis who had predominantly positive healthcare experi-
ences. Although our study did not aim to provide an overall assessment of care experi-
ences, future research could include a wider range of experiences to learn from the
contrasts. Conceptualizing positive care experiences could also o er more insight into
how to combat microaggressions within the mental healthcare system. For instance,
Topor, von Grei , and Skogens (2021) used the concept of micro-a rmation to study
subtle care interactions that create helpful relationships between persons with alcohol
and drug problems and their professionals. Studying both microaggressions and micro-
a rmations in care for people with psychosis can help to identify further entry points
for care improvement. Finally, it would be helpful and complementary to examine the
perspectives and deliberations of healthcare professionals in psychosis care.  eir stories
can shed light on the challenges and power dynamics they face in everyday care inter-
actions. Analysing care experiences from di erent perspectives and combining these
analyses can inform dialogue and form a basis for re exive methods for co-designing
care improvements (Heerings, van de Bovenkamp, Cardol, & Bal, 2022).
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Conclusion

In conclusion, we found that people with psychosis regularly experience subtle enact-
ments of stigma in mental healthcare. Accumulation of such microaggressions was
associated with negative consequences, such as acts of despair and disengagement from
mental health services. Microaggressions in mental healthcare created additional recov-
ery needs that were better resolved outside traditional mental healthcare settings. Our

ndings additionally illustrate the gap between recovery-oriented mental healthcare
policies and the everyday experiences of service users. e di erent forms and conse-
quences of microaggression we identi ed can help raise awareness of harmful behaviour
by mental health professionals and improve their services.
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Abstract

In mental healthcare, large di erences in perspective between individuals with psychosis
and professionals are everyday reality. Such discrepancies become apparent in the su
stantial number of patients judged to lack illness insight. is paper argues that ‘iliness
insight’ typically refers to patient conformity to medical views — rather than denoting
true understanding into their condition. We outline limitations of the current concep-
tualization of illness insight (‘clinical insight’), and discuss an alternative, narrative un-
derstanding, drawing on literature from various academic disciplines. After addressing
de nitional ambiguities, etiological complexities, and methodological inconsistencies
inherent to the current understanding, this paper highlights several normative, cultural,
and ethical issues surrounding clinical insight. A narrative approach allows patients to
nd more meaningful explanations that resonate better with the complexity of their
experiences, and tackles other problems identi ed with clinical insight. We argue that
narrative insight is inherently co-constructed, emphasizing the shared meaning-making
process between individuals with psychosis and professionals.
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Introducing the prevailing notion of illness insight in mental
health care

In dealing with illness - whether that be treating it, coming to terms with its conse-
guences, or nding support from loved ones - it intuitively appears of importance that
those involved share some common reality about the nature and signi cance of the
disease. In the eld of mental health, however, this often turns out not to be the case,
because of routinely occurring “dramatic discrepancies of perspective” (Amador & Davic
2004). Such di erences in perspective are particularly frequently observed in care for
people su ering from psychotic disorders (Ra ard et al., 2008).

Psychosis, conceptualized as a condition in which one’s reality testing is impaired due to
hallucinations, delusions and/or formal thought disorders (such as disorganized think-
ing), often substantially impacts daily functioning (Arciniegas, 2015). Consider the
following scenario: When a person is diagnosed with schizophrenia and su ering from
psychosis, with its consequences permeating all domains of life, it is likely that this per-
son would feel pressed by mental health professionals and family members to initiate
treatment with antipsychotics. Professionals and family perceive medication as the logi-
cal course of action, given the severity of symptoms. e person, however, might deny
any problems (“ ere is nothing wrong with me”), reject the diagnosis as an explanation
(“I am not ill") or attribute the symptoms to some other origin (“I have just been very
stressed recently”), and as a result refuse to start taking medication. Mental health profe
sionals and family members become increasingly disillusioned, which in turn worsens
the person’s situation. Such non-compliance is substantial among those diagnosed with
psychotic disorders, as evidenced by studies reporting that more than half of patients
do not adhere to prescribed regimens (Byerly, Nakonezny, & Lescou air, 2007). e
“dramatic discrepancies”, however, extend beyond disagreements about medication, wit
the reality of modern-day psychiatry described as one of large discordances betweel
consumers of psychiatric services and their providers across various domains (Shadm
2017).

Within clinical practice, these discrepancies are mostly examined by focusing on the
person su ering from psychosis, who is then typically characterized as having ‘poor
insight’ into their illness (Amador & David, 2084As discrepancies of perspective

are very commonplace within mental health care, assessing insight into one’s illness is
an integral part of routine mental status examination (Jacob, 2010; Martin, 1990; Sara-
vanan, Jacob, Prince, Bhugra, & David, 2004). Research has repeatedly demonstratec

14  In the below people su ering from psychosis will be commonly referred to as “patients”, given the ubiquitous use of
the term in clinical and academic contexts. However, it is worth noting that valuable criticism exists regarding its use
in such settings.
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that between 50% and 80% of patients diagnosed with severe psychotic disorders do
not believe they have the disorder — and are thus labeled as lacking illness insight (Dam.
2006). Indeed, it is claimed that lack of insight is the single most common feature
of the acute-psychotic phase, and it has been suggested that it should be considere
a primary symptom of schizophrenia (WHO, 1973). e high prevalence of ‘lack of
insight’ at the very least urges the eld to examine the notion: why are so many people
categorized as lacking insight and what does this reveal about its current understanding
in mental health care?

In this paper, we argue that within medical discourse, the term ‘insightfulness’ is typi-
cally used to describe a very speci ¢ phenomenon, i.e. the clinical observation that the
patient conforms to certain preconceived ideas the mental health professional holds
about them and their illness (Jacob, 2014). ese ideas encompass convictions the pa-
tient should adhere to and behaviors they should exhibit (with regards to their disease),
such as accepting the diagnosis and adhering to the proposed treatment. Building upon
previous research, we posit that illness insight as such (herein referred to as ‘clinical
insight’) primarily represents a type of (diagnostic) conformity, more so than genuine
insight in individuals’ predicaments. In routine clinical practice, when insight is as-
sessed and discordance between patient and clinician is encountered, further explora:
tion of this disagreement oftentimes fails to occur, and the patient is quali ed as having
‘poor insight’. at gives rise to and perpetuates fundamental di erences in the way the
illness is understood and experienced, potentially contributing to further disagreements
in care.

Alternative academic conceptualizations of insight that do justice to emancipatory
developments in the eld of mental health care, such as ‘narrative insight’, have been
proposed, but have not yet gained traction in clinical practice. Our objectives encom-
pass (1) a comprehensive critique on the prevailing notion of ‘clinical insight’, (2) an
examination of the current understanding of ‘narrative insight' and the observed delay
in clinical adoption and (3) an advocacy for an alternative, more co-constructed view
of narrative insight. ereby, we provide an exhaustive analysis on the topic, draw-
ing upon literature from di erent academic disciplines, which can serve as necessary
groundwork for further (multidisciplinary) research in this domain.

ldentifying problems with the employment of illness insight in
clinical practice and research

In the following section, the clinical utility of the concept of iliness insight in its cur-
rent form will be questioned, through examining several de nitional and operational
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concerns. We will also highlight relevant research ndings regarding the impact of ill-
ness insight on disease outcomes in (chronic) psychotic disorders, and summarize som
issues identi ed within this eld of study.

'HAQLWLRQDO DQG RSHUDWLRQDO FRQFHUQV

Since its conception, the notion of illness insight has undergone signi cant evolution.
Initially, insight was de ned as “a correct attitude to a morbid change in oneself” and
was often regarded as a dichotomous construct, either present or absent (A. Lewis,
1934). However, over time, it has matured into a more nuanced, multidimensional
concept, acknowledging varying degrees of insight (Murri & Amore, 2019). In a com-
monly referred to de nition, poor insight in psychosis broadly comprises the following
(somewhat overlapping) components: lack of awareness of (1) the de cits caused by
the disorder, (2) its consequences (for instance in social functioning), and (3) the need
for treatment (for instance with antipsychotic medication) (Amador & David, 2004).
Nonetheless, within scienti ¢ literature, the notion continues to su er from de nitional
unclarity, as no straightforward and unanimous criteria exist to describe and measure
insightfulness (Elowe & Conus, 2017; Mintz, Dobson, & Romney, 2003). Moreover,
the understanding of illness insight appears to be heavily in uenced by prevailing
clinical paradigms, which can be exemplied by the shift in the 1990s from regard-
ing insight as awareness of self or self-experience to emphasizing awareness of ment
disorder, mirroring the increasing dominance of the biomedical model (Kamens et al.,
2025). e widespread use of the term ‘insight’ within psychiatric practice may imply

a comprehensive understanding of what human insight entails, but this is in fact not
the case (Reddy, 2016). lliness insight is commonly (implicitly) treated as a unitary and
universal construct, but this is rather premature given these complexities (Pijnenborg,
Donkersgoed, David, & Aleman, 2013).

Possibly re ecting this de nitional unclarity, di erent etiological processes have been
proposed to explain the lack of insight observed in people su ering from psychosis.
Elowe and Conus (2017) discuss how within scienti ¢ literature these explanations
range from lack of insight as being part of a psychological defense mechanisms to
it being due to anosognosia (a cognitive inability to be aware of a disorder). In re-
cent elaborate work, Paul H. Lysaker, Pattison, Leonhardt, Phelps, and Vohs (2018)
distinguish the following possible explanations: (1) anomalous experiences (i.e. the
incomprehensible nature of psychotic experiences), (2) abnormalities in brain struc-
ture and functionality, (3) de cits in neurocognition, (4) de cits in social cognition,

(5) de cits in metacognition, and (6) social and political faesesprocesses’ are

likely to interact in complex ways (e.g., abnormalities in brain structure/functionality
may result in de cits in neuro-, social, and metacognition), suggesting the need for
an integrative etiological model, which is not in place at present (Paul H. Lysaker et
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al., 2018; Macnaughton, Sheps, Frankish, & Irwin, 2015; Robben, De Hert, & Peu-
skens, 2002). Furthermore, scholars have discussed whether lack of insight should be
understood as a primary symptom (i.e. an integral part of a developing psychosis) or a
secondary phenomenon (arising as a consequence of the psychotic symptoms) (Dam
2006), but it can be questioned how useful such a dichotomy is, in light of the probable
multifactorial and complex nature of the concept.

Unsurprisingly, these de nitional and etiological unclarities render methodological
variability. Di erent instruments to measure insight are employed, which in turn
use di erent dimensionalities of insight (Belvederi Murri, 2015; Mintz et al., 2003;
Robben et al., 2002). Two commonly used clinician-rated instruments - the Scale of
Unawareness of Mental Disorder (SUMD) and the Positive And Negative Symptoms
Scale (PANSS) — highlight this variability starkly. While the PANSS assesses insight
globally through one single item (‘lack of judgment and insight’), the SUMD scores
multiple dimensions of insight across its 74 items (and is consequently rarely used in
routine practice) (Michel, 2013; Murri & Amore, 2019; Tranulis, Lepage, & Malla,
2008). is variability does not only exist in-between scales: a recent systematic re-
view unveiled considerable heterogeneity in the employment of the SUMD and the
interpretation of its results (Dumas, 2013). Even though research suggests that scales
show medium to high intercorrelations, the multidimensional nature of insight appears
not well-accounted for in the design of those measures (Lincoln, Lillmann, & Rief,
2007). e uptake of instruments is both in uenced by, but has also contributed to

the narrowing of the de nition of insight (Kamens et al., 2025). As the instruments are
employed with the assumption that people su ering from psychosis use the same termi-
nology as their clinicians, they often assess ‘labels’ and not a thorough understanding of
patients’ predicaments in their own ‘language’ (Pijnenborg et al., 2013). Patients who
report changes in the way they are experiencing the world and themselves (for instance
“l notice | am more paranoid at times, and it often does not make sense”), and thus
showing - at the very least - some insight, are at risk of being deemed ‘uninsightful’. It
is evident, then, that more precise, multidimensional scales — that also accommodate
di erences in vocabulary and attributions, applicable within a clinical setting — are
needed; as well as other, more descriptive, instruments that do justice to the nuances a
play in the understanding of disease and self.

Importantly, these de nitional and operational concerns are also observed outside of
the clinical arena. Gurbai, Fitton, and Martin (2020) investigated the occurrence of the
notion of patient insight in legal proceedings, through analyzing published judgments,
particularly in cases in which the patient’s decision-making capacity was questioned.
e researchers arrived at similar conclusions: (i) the concept of insight was never
de ned, (ii) decisions never referred to a speci c insight assessment test and (iii) no
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judgments referred to relevant research on interpreting insight. Such unclarities are of
particular concern as lack of insight is often used as a justi cation for not discharging
patients from psychiatric detention (Diesfeld, 2003).

Clinical observations are found not to align with how insight has been de ned and
operationalized. For instance, in a study tracking changes in insight over 24 months
among patients with acute-phase psychosis treated with intramuscular preparations of
antipsychotics, clinicians reported substantial improvements in their insight, contrast-
ing with minimal changes in patient-reported illness insight or attribution (Phahladira
et al.,, 2019). is discrepancy suggests that clinicians may be assessing a construct
that does not correspond with developments experienced by their patients. Contrary
to the current conceptualization of insight, it has been observed that lack of insight
does not necessarily translate into a refusal to undergo treatment with antipsychotic
medication (Jacob, 2016; Murri & Amore, 2019). Accordingly, qualitative inquiry
into user perspectives among individuals receiving long-acting antipsychotic injections
demonstrated that some disagree with their diagnosis, but acknowledge the necessity
of antipsychotic treatment (Mgllerhgj, 2020). Reversely, some patients acknowledge
their symptoms, but choose to refrain from taking medication, driven by personal at-
tributions or meanings attached to their experiences (Moritz, 2013). ese divergent
responses underscore the complexity of individual self-representations, which often do
not always align with the notions of professionals, yielding seemingly contradictory
ndings. In order to provide validity to clinical decision-making and ensure the genera-
tion of meaningful results from research, there is an urgency to de ne, understand and
operationalize illness insight more accurately.

Research on the relationship between illness insight and disease outcomes

Considerable research e ort has been dedicated to studying the relationship between
illness insight (speci cally lack thereof) and disease outcomes in chronic psychotic
disorders. When examining this relationship through the lens of the current under-
standing of insight, i.e. a clash between what mental health professionals believe is the
most suitable diagnosis, its primary symptoms, and optimal treatment approach on
the one hand, and the patient’s own beliefs and actions on the other, it is easily under-
stood that lack of insight negatively a ects clinical outcomes, as these are often also
determined by clinicians. Research has demonstrated that poor insight is among others
correlated with severity of psychopathology (in particular symptoms such as hallucina-
tions and delusional beliefs), treatment non-compliance and community functioning
(as reviewed by Paul H. Lysaker et al., 2018; Mervis, Vohs, & Lysaker, 2022). However,
higher or increasing scores on insight have also been associated with adverse outcome
such as depressive symptoms, albeit a weak association (as reviewed by Belvederi Mur
2015; Mintz et al., 2003). is phenomenon is described as the “insight paradox”: in-
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creased insight, generally considered bene cial, paradoxically leads to adverse outcome
(Phahladira, 2019). While the confrontation with the impairments usually associated
with severe psychotic disorders undoubtedly explain this in part, it also seems to be
moderated by factors such as stigma (Paul H Lysaker, Roe, & Yanos, 2007). Some
studies describe this correlation with insight as well for suicidality, but results are not
unequivocal (Paul H. Lysaker et al., 2018).

It is important to highlight that much of the research linking illness insight to disease
outcomes is correlational (Jacob, 2014). It shows cross-sectional associations betwee
insight and (for instance) clinical prognosis, but does not establish that lack of insight
determines the progression of illness. Some of the observed correlations, such ac
between insight and medication adherence, have faced criticism, as these “correlatec
outcomes” are contained in the very de nition of insight (Robben et al., 2002). More-
over, relationships between psychopathology and insight are to be expected, as in sevel
illness, patients will be strongly convinced of the validity of their psychotic experience
and will oppose the clinician’'s viewpoints (Jacob, 2014). Furthermore, the associations
between insight and disease outcomes are typically weak, suggesting the involvement ¢
other factors in uencing that relationship (Mintz et al., 2003; Murri & Amore, 2019).

To deepen our understanding of clinical insight and its role in psychotic disorders,
there is a need for more studies investigating its evolution throughout the course of the
disease and treatment (Paul H. Lysaker et al., 2018).

Given the observed correlations with various (adverse) disease outcomes, improving
insight has been considered a worthwhile target for therapeutic interventions. None-
theless, relatively few studies have investigated insight as a primary treatment target o
psychological and pharmaceutical interventions (Keshavan, 2019; Lincoln et al., 2007;
Pijnenborg et al., 2013). Pijnenborg et al. (2013) state that clinicians might assume
insight to be an artifact (‘byproduct’) of symptoms and anticipate its improvement
when symptoms subside. Given the weak associations with symptomatology and dis-
ease outcomes, such assumptions are subject to debate. Alternatively, it might be tha
clinical insight has not progressed to become a tangible therapeutic target due to the
described lack of de nitional and methodological consensus.

e discussed concerns clearly underscore the fragility of the concept illness insight: if it

is so di cult to conceptualize and operationalize, and few interventions are developed
to target it, what then is the clinical utility of the concept in its current shape?
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Normative, cultural and ethical concerns regarding the use of
illness insight in psychiatric discourse

e above-mentioned, methodological criticisms call attention to deeper concerns
about the way mental health professionals and scholars typically understand illness
insight, which we alluded to in the introduction of this paper. Below, we will provide

an overview of several fundamental concerns that tie into the complexity of the notion
of insight into one’s condition: inherent power imbalances and disregard of author-
ship over meaning; disregard of the cultural embedding and the complexity of illness
explanations; the impact of stigma associated with psychotic illness; and disregard of
meaning-making as a (part of a) recovery process.

Inherent power imbalances and disregard of authorship over meaning

We have already argued that the term ‘insightful’ is used in cases when patients adhere
to normative notions the mental health professional holds about them — regarding
(desirable) beliefs they should conform to and behaviors they should exhibit. As cli-
nicians generally ascribe to the biomedical model (or, within the psychiatric context,
the biopsychosocial model) to explain and deal with psychosis, their patients are also
expected to agree with that model: they need to acknowledge certain ideas regarding
disease attributions and accept medical treatment (Galliot, 2022; Jacob, 2014; Tranulis,
Corin, & Kirmayer, 2008). It is inherent to this understanding of clinical insight that
power over the meaning of iliness lies exclusively with the professionals, creating a
power imbalance that has long been contested by the psychiatric users/survivor move-
ment (Bassman, 1997; Boevink, 2005).

Korsbek (2013), integrating scienti c literature on iliness insight with her personal
recovery experiences, highlights that substantial asymmetries in the clinician-patient
relationship and in the understanding of disease create a clinical reality in which there
exists'very little room for the subjective viewpoint of people with lived experiences”. |
philosophical literature this phenomenon has been termed ‘epistemic injustice’, in which
“a hearer does not take the statements of a speaker as seriously as they deserve to b
(Crichton, Carel, & Kidd, 2017). Vulnerability to such injustice may be compounded

by the conviction that people su ering from mental disorders are susceptible to impair-
ments of functions (generally deemed) necessary to engage in (medical) encounters, a
well as by other negative stereotypes pertaining to psychiatric iliness (Kidd, Spencer, &
Carel, 2022). Another factor contributing to this disparity is the entrenched percep-
tion of the medical professional as the dominant knower’ that provides the framework
through which claims are tested (Ritunnano, 2022a). Mental health professionals, while
assessing insight, take their reality as the ‘gold standard’, thereby implicitly disregarding
the reality and experiences of their patients (Macnaughton et al., 2015).
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Disregard for the authorship of meaning need not to be overt, and might also be the
result of how clinical encounters are organized. Walsh (2008) elucidates a subtler form
of ‘silencing’ user perspectives in therapeutic contexts, where con icting ‘voices’ emerge
— such as the voice of the lived experience and the voice of therapy goals. ough
analysis of conversations between people su ering from schizophrenia and a speech an
language therapist, it was found that the therapist sometimes manipulates talk that is
not in line with treatment goals (such as delusional talk), potentially driven by “agenda-
driven” limitations, e ectively silencing or *hushing’ lived experiences.

While these instances of silencing underscore the need to critically examine power
dynamics more broadly, the current notion of clinical insight, with its de nition
foregrounding the dominance of the biomedical model, speci cally perpetuates these
injustices and might as such perturb meaningful therapeutic interactions. Rather than
as a primary symptom of psychosis, illness insight should be understood as a deeply
norm-dependent notion, with beliefs rooted in the biomedical model. is is particu-

larly concerning given the fact that the way psychotic disorders are classi ed remains
contested (David, 2020).

Disregard of the cultural embedding and the complexity of illness

explanations

A further fundamental problem with clinical insight is its disregard of the cultural em-
bedding of psychotic experiences and of the complexity of illness explanations. When
illness insight is con ned to diagnostic conformity, potentially valuable insights into
the complexity of the ‘lived psychotic experience’ are lost.

Iliness insight, as currently de ned and operationalized, predominantly re ects Western,
traditionally scienti ¢ concepts of disease, thereby sidelining alternative explanations
(Jacob, 2010). In reality, the various ways in which people interpret and attribute the
symptoms of their psychosis re ect their “sociocultural backgrounds, life experiences al
other social determinants such as stigma” (Elowe & Conus, 2017). For instance, analys
of narratives from patients in Canada with severe psychotic disorders reveal divergent
explanations, with Canadian-born patients often citing psychosocial factors or toxic
agents, while immigrants tended to refer to spiritual factors or traumatic events (Tranu-
lis, Corin, et al., 2008). Furthermore, a qualitative systematic review, identifying six key
themes related to spirituality that mattered in the lives of people su ering from mental
health di culties, highlighted that considerable gaps exist between the spiritual needs
of patients and services provided by mental health professionals, ascribing these gap
to a (disproportionate) focus on the biopsychosocial model (Milner, Crawford, Edgley,
Hare-Duke, & Slade, 2019).
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Unfortunately, most studies on insight fail to recognize the pivotal role of cultural fac-
tors in shaping individuals’ experiences and making sense of their predicaments (Jacob
2020; Tranulis, Corin, et al., 2008). Remarkably, a recent perspective article outlining
future directions in our understanding of insight makes no mention of culture at all
(David, 2020). Moreover, even in studies that take a broader view of insight, very few
acknowledge the fact that professionals’ opinions about insight are themselves “cultur-
ally and historically embedded” (Kamens et al., 2025). is prompts an exploration of
how past interpretations of insight, shaped by cultural and historical contexts, might
continue to inform and shape present-day research methodologies and conceptual
frameworks. e same study states that considerations about the importance of culture
tend to complement rather than contradict biomedical theories, raising questions about
whether the impact of culture on individual's interpretation of psychotic experiences is
then truly acknowledged by professionals.

Various qualitative studies o er invaluable insights into the diversity and complexity of
illness explanations, which include but extend beyond mere cultural in uences. Beliefs
about the origins, nature and preferred treatment of psychosis are demonstrated to
vary greatly between the two major stakeholders in the clinical encounter — the mental
health professional and the patient. Oren (2021) reviewed 42 studies that examined the
beliefs regarding the origin of psychotic experiences in both individuals with psychosis
and mental health professionals, and found that both groups hold views comprising
“complex causal models”, integrating di erent types of causal belief. It was found that
mental health professionals (unsurprisingly) tended to endorse biogenetic beliefs, em-
phasizing in uences such as heritability and the need for pharmacological treatment.
Contrarily, people su ering from psychosis were more likely to endorse psychosocial
and other non-biogenetic beliefs, emphasizing in uences such as trauma and upbring-
ing and the need for psychosocial interventions. In addition, people su ering from
acute psychosis were more likely to believe that their condition was “part of the human
experience”, rather than viewing it as a psychosis or mental disorder. Another intriguing
discrepancy arises between professionals and loved ones: a study that investigated vie
points of patients, their entourage (family members of other close ones) and clinicians,
revealed that the entourage members’ insight was signi cantly correlated with patients’
insight (Tranulis, Corin, et al., 2008). In other words, entourage members, themselves
not su ering from psychosis, often exhibit a signi cant lack of insight, at least from the
perspective of the professional. Increasingly, research demonstrates that individuals with
psychosis understand and explain their condition in complex ways, subject to ongoing
revision and integration of new perspectives. For instance, a meta-analysis comprising
24 studies with 373 participants, employing thematic synthesis, provided rich insights
into delusions, o ering a model that explains how delusions emerge and are shaped by
di erent factors, rather than merely categorizing them as erroneous beliefs (Ritunnano,
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2022h). e result of such work is a ‘thick description’ of lived experiences that extends
beyond clinical descriptions, which also demonstrates that investigating lived experi-
ences is possible on large scale, adding to the robustness of their research ndings.

As discussed above, individuals hold a mélange of dierent, possibly contradictory
explanations to explain their psychotic experiences (Jacob, 2010; Roe, Hasson-Ohayon,
Kravetz, Yanos, & Lysaker, 2008). ey tend to seek diverse forms of help, often both
within traditional medical settings and through alternative circuits (Saravanan et al.,
2004). ese ndings o er a cue to change our understanding of clinical insight: what

if we approach clinical insight as another example of such explanations? Some scholar
have already explored this perspective: Jacob (2014), for instance, puts forward that
adhering to the collection of ideas that would mark one as having illness insight, might
just be one possible ‘explanatory model’ by itself (Jacob, 2014). Within the context
of healthcare, explanatory models are “notions about an episode of sickness and its tr
ment which are employed by all those engaged in the clinical process” (Kleinman, 19¢
Naturally, such notions diverge, as understanding of disease emerges from “a comple
mixture of cultural background and personal experiences, beliefs and expectations” (V
& Amore, 2019). Like other explanations, possessing clinical insight may then re ect
attempts at coping with consequences of severe disease, in this case through belie
ing that increasing di culties with meeting life’s demands might be ameliorated by
medical assistance. Such an interpretation is fundamentally di erent from how insight
is commonly understood in mental health practice and research, as an “independent
psychopathological factor” (Elowe & Conus, 2017). Instead of viewing (lack of) insight
as a de cit arising from disease (or staying intact despite it), insightfulness as such could
be interpreted as a “culturally construed version of experience that [some] patients subs
to, not simply because their cognitive machinery is intact, but by virtue of the way it ts wi
their social world” (Kirmayer, Corin, & Jarvis, 2004).

It is a very realistic scenario that convictions held by clinicians simply “do not work”
for their patients (Macnaughton et al., 2015). In contrast, when illness insight is un-
derstood as one possible explanatory model, lack of insight does no longer refer to a
‘feature’ of the person with psychosis, but instead describes a clash between the explan:
tory frameworks that the clinician and the patient adhere to. From a phenomenological
standpoint, framing insight in terms of this clash seems more accurate, leaving room
to explore and recognize the experienced reality of both stakeholders. Next, it becomes
clear that the assumption that people hold solitary (and consistent) beliefs about their
illness appears rather unre ned, representing a critical aw in contemporary under-
standing.
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The impact of stigma associated with psychotic illness

Another reason, whether consciously acknowledged or not, to forfeit a biomedical
(biopsychosocial) perspective and seek alternative explanations to grasp psychotic
experiences is the pervasive stigma associated with psychosis: schizophrenia is tt
most stigmatized classi cation category of severe psychotic disorders (Degnan, Berry,
Humphrey, & Bucci, 2021; Luhrmann & Marrow, 2019). As previously discussed,
individuals su ering from severe psychosis with heightened (self-)stigma are more
prone to depression and potentially face an increased risk of suicide (Belvederi Murri,
2015; Lincoln et al., 2007; Paul H. Lysaker et al., 2018; Mintz et al., 2003). In a
health-valuing culture, people are aware to what extent they adopt health practices,
and assess other people accordingly (Crawford, 2006). Health promoting behaviors and
‘being healthy’ become features of identity. Self-stigmatization occurs when individu-
als internalize these beliefs, possibly leading to diminished self-esteem and self-e cacy
(Corrigan & Rao, 2012). It causes barriers to pursue life goals, contributing to feelings
of despair and hopelessness. Research suggests that the interplay between insight al
stigma plays a crucial role in determining one's experienced level of hope, and by exten-
sion other factors that determine one’s quality of life (Paul H Lysaker et al., 2007).
Patients with high levels of insight and high internalized stigma tend to have the lowest
levels of hope and vice versa. Additionally, stigma in uences how patients tend to ap-
praise their psychotic experiences and deal with them during recovery: some tend to
‘seal over’ such experiences, whereas others integrate them in their lives ( ompson,
McGorry, & Harrigan, 2003). e ‘sealing over group generally considers their psy-
chosis as separate from the rest of their life, employing this strategy to maintain mental
integrity and protect themselves from stigma (i.e. they could be considered insightless).
e ‘integration’ group, in contrast, discusses their symptoms more openly and comply
with treatment.

Stigma might thus foster feelings of hopelessness and can prompt patients to search fo
di erent interpretations. is phenomenon was highlighted in a qualitative study on

the meaning-making of trauma in psychosis (N. van Sambeek, Franssen, van Geelen, &
Scheepers, 2023). Participants cited stigmatizing beliefs in mental healthcare (e.g. ‘not
able to develop self-insight or coping’) hindering their ability to connect psychosis with
their traumatic life experiences. ey often found support in creating helpful and em-
powering meaning outside mainstream psychiatric services. Such ndings underscore
that instances in which patients disagree with mental health professionals are not always
incomprehensible, and surely not invariably pathological.
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Disregard of meaning-making of iliness as a (part of a) recovery process

Lastly, we argue that the notion of clinical insight is at odds with the transition towards
person-centered, recovery-oriented care (De Koning, 2021). e recovery paradigm em-
ployed within mental health care takes as an aim that individuals with severe psychiatric
illnesses can “reclaim life"ocoeate a newly meaningful one” (McCranie, 2010), even if
mental iliness persists (Anthony, 2000). It emphasizes person-centered care, increase
self-determination, and a shift from symptom reduction to restoration of function (Da-
vidson, 2016). is contrasts with the more traditional, cure-oriented concept of clini-

cal recovery, which focuses on symptom remission (Davidson & Roe, 2009). Instead
of rapid stabilization and symptom relief, the recovery model seeks approaches to assis
the individual to (re)gain a meaningful identity and satisfactory life by “promoting hope,
attainment of personal goals, social inclusion, and supportive relationships” (Waldem
Arnfred, Petersen, & Korsbek, 2016). Importantly, it has been shown repeatedly that
clinical improvements do not always align with personal recovery, suggesting conven-
tional treatments might fall short in promoting overall recovery (Andresen, Caputi, &
Oades, 2010; Castelein, Timmerman, van der Gaag, & Visser, 2021; Galliot, 2022).

e emergence of the recovery-oriented ideology has prompted investigations into how
illness insight in uences subjective aspects of recovery. Recent research indicates the
the level of clinical insight is not a signi cant factor in predicting subjective recovery
(Galliot, 2022). In contrast, it is suggested that higher levels of clinical insight hinder
such recovery through mediation of increased negative emotions like anxiety and low
self-esteem (Morrison, 2013). e act of labeling psychotic symptoms as such could
exacerbate distress and convey messages of hopelessness and lack of agency. A clu
analysis of individuals diagnosed with schizophrenia identi ed distinct subgroups, in
which various self-reported personal recovery and clinical outcome measures (such a
symptom reduction) were compared (Rossi, 2018). For two clusters outcomes were
equivocal: the rst displayed positive features of recovery (both self-reported and clini-
cal), and the third showed negative features. However, in the second cluster, with the
highest insight scores, a more complex pattern was observed, with con icting positive
and negative self-reported and clinical features. Rossi and colleagues conclude that ill
ness insight “may complicate the relationship between self-reported personal and clir
elements of recovery”.

Conversely, empirical studies have demonstrated that idiosyncratic meaning-making
processes are crucial for personal recovery. Qualitative studies into service-users’ pe
spective on recovery identi ed meaning-making of mental distress as an (initial) task of
personal recovery (Larsen, 2004; Roe & Davidson, 2005; Slade, Blackie, & Longden,
2019; Spaniol, Wewiorski, Gagne, & Anthony, 2002; Windell, Norman, Lal, & Malla,
2015; Wood & Alsawy, 2018). Quantitative studies provide statistical support for
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the association between adaptive meaning-making and psychological well-being and
growth (Adler, Lodi-Smith, Philippe, & Houle, 2015; Bourdeau, Lecomte, & Lysaker,
2015; McAdams, 2011; Vanaken, Bijttebier, Fivush, & Hermans, 2022; Westerhof &
Bohlmeijer, 2012). Within the recovery movement, forming one’s own story is seen
as a deeply emancipating process that helps individuals to disentangle from a passivi
patient-identity and reclaim authorship over their own life (Boevink, 2005). Making
and sharing one’s story is therefore a key instrument of peer-support applied in re-
covery colleges (Nurser Kate, Rushworth, Shakespeare, & Williams, 2018). In mental
healthcare, meaning-making of illness as part of the recovery process is disregarded ¢
replaced, when people are o ered ready-made, medical explanations for their condi-
tions (for instance in the form of psychoeducation on schizophrenia) (Roe & Davidson,
2005).

Based on these ndings, we propose that persisting with terminology regarding clinical
insight, as well as the pursuit of achieving such insight within patients, could impede
or even obstruct further realization of the goals of recovery-based psychiatry. A reduc-
tionist understanding of insight can damage the therapeutic alliance, as it dissuades
a modus operandi of exploring di erences and nding consensus. Developing insight
then “does not assist the patient in his endeavor for self-knowledge but rather leads |
to accept the presence of a disorder and its potentially poor prognosis” (Elowe & Cor
2017). e notion of illness insight should therefore be revisited and embedded within
the recovery model to facilitate such endeavors for self-knowledge.

Towards co-constructed narrative self-insight

Having scrutinized the concept of clinical insight, we will now discuss an alternative
conceptualization of insight that addresses the limitations associated with clinical
insight. Additionally, we will brie y explore its adoption into clinical practice and
propose avenues for future research.

Introducing narrative insight

Prompted by the ongoing debate regarding the limitations of clinical insight, scholars
have developed an alternative framework for comprehending individuals’ insight into
their condition, known as ‘narrative insight (Macnaughton et al., 2015; Roe et al.,
2008). e concept of narrative insight can be situated within the broader academic
discourse on ‘narrative identity’ — a theoretical and empirical perspective asserting that
individuals function as autobiographical authors that construct their own life stories
based on personally signi cant experiences (Cowan, Mittal, & McAdams, 2021). Re-
search suggests that people su ering from psychotic disorders experience a profound los
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of self and a diminished capacity to forge meaningful narratives about themselves (Roe
& Davidson, 2005). As previously noted, however, developments in self-understanding
are pivotal in progressing towards health and wellbeing (Paul H. Lysaker, Lancaster, &
Lysaker, 2003). Expanding on these ndings, various authors, notably Roe and Kravetz
(2003) and Tranulis, Freudenreich, and Park (2009), have postulated that a meaningful
assessment of insight involves examining the extent to which individuals have been able
to make sense of their predicaments, rather than solely evaluating their adherence to
biomedical explanations.

Insightfulnesas a narrative would thus entail construing a personal narrative, where
one draws from a “culturally informed repertoire of possible explanations, which may
may not include the notion of illness’(Macnaughton et al., 2015). Developing insight as
such is a ‘narrative act’, which enables (and incentivizes) patients to nd a meaning-
ful and useful explanation that ts them and resonates with their experiences (Bouvet,
Naudin, & Zajac, 2019). is adaptive, narrative approach stands in stark contrast
with the static de nition of clinical insight. Importantly, it still necessitates a certain
level of insight on the part of the patient, involving the recognition of “some kind of
non-visible change in his or her body or mind that a ects the ability to function socially, al
if he or she feels the need for restitution’(Saravanan et al., 2004). e reconceptualizatior
of insight as a narrative does justice to various complex facets of insight: for instance, it
allows for the acknowledgment that one’s mental dysregulation and the ‘disease label’
(i.e. the strictly medical understanding, interpretation, explanation) often do not cor-
respond (Roe et al., 2008). Additionally, embracing insight as a narrative aligns with
the conversational nature of the clinical encounter: conveying insight then not only
represents what one believes, but also acknowledges the importance of the “audience
that receives or assesses the message (Tranulis et al., 2009).

Various studies have expanded on the notion of narrative insight, seeking to validate
its theoretical aspects in the real-life meaning-making process of individuals with
psychosis. For instance, researchers investigated (through inductive analysis of person:
accounts) how participants utilized spiritual and religious explanatory frameworks
to interpret their psychotic experiences (Marriott, ompson, Cockshutt, & Rowse,
2019). Participants were shown to critically evaluate their preference for such explana-
tions, often subjecting these to testing (rather than taking them for granted); some also
acknowledged the validity of biological explanations alongside alternative interpreta-
tions. In the subsequent sections, we will provide further examples of how scholars are
substantiating the notion of narrative insight and associated concepts with empirical
evidence.
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Stimulating patients in their quest for personal meaning

In the previous sections, we underscored the importance of meaning-making in per-
sonal recovery and the limitations of clinical insight in acknowledging this process.
Research demonstrates that individuals who report (personal) recovery are more likely
to have developed a meaningful interpretation of their psychosis (Connell, Schweitzer,
& King, 2015). Similarly, recent experimental research asserts the importance of
meaning-making in determining the distress associated with psychotic experiences
and the trajectory of illness: when individuals with persistent psychotic experiences
but not requiring care (non-clinical group) were compared to patients diagnosed with
psychotic disorders (clinical group), the clinical group was found to exhibit more
paranoid and personalizing appraisals of their psychotic experiences (and less normal
izing and supernatural explanations)(Peters, 2017). When both groups were exposed to
experimentally-induced anomalous experiences, the clinical group demonstrated more
threatening explanations, highlighting the importance of interpretation for clinical
status (i.e. severity of symptoms and need for treatment).

Recognizing the importance of meaning-making, a transformation of the patients’ role
in their own recovery becomes imperative. Approaches to stimulate ‘self-management’
should be implemented, wherein people are expected to make sense of their own
predicaments and are more actively engaged in their personal recovery (Franssen &
Geelen, 2017). However, this might pose a challenge for people su ering from psychot-
ic disorders, as they struggle with metacognition — the ability to integrate information
into coherent representations, which is necessary to form complex ideas about onesel
and their surroundings (Vohs, 2015). is capacity is deemed indispensable for the
attainment of narrative insight, thus underscoring the need for interventions targeting
the enhancement of metacognitive abilities (Paul H. Lysaker & Lysaker, 2017; Paul H.
Lysaker et al., 2018). Such interventions are focused on mitigating the fragmentation
of self, facilitating increased meaning-making through promoting the construction of
coherent narratives and improving agency (Cowan et al., 2021). Importantly, for decid-
ing what interventions are suitable to equip patients with these skills, more research
on appraisals of psychotic experiences is needed, for instance into the mechanism:
underlying the formation of such appraisals (Woods & Wilkinson, 2017).

When interviews with individuals experiencing early psychosis were analyzed (through
a grounded theory approach), it was found that whether one arrives at clinical insight
depends on an active process of deliberation, in which “ nding a t” with an explana-
tory framework was especially of importance (Macnaughton et al., 2015). Encourag-
ingly, the authors posit that during this early phase of illness individuals exhibit the
capacity to adapt their narratives: when these individuals sought (or accepted) medical
assistance, they were observed to incorporate their earlier narratives into new ones. |
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suggests that individuals can attain meaningful and workable understandings of their
predicaments, with or without agreeing to medical discourse. While ndings support-
ing this are at present limited and capture a subset of individuals with psychosis, it war-
rants further exploration. ey implore us that in examining insight, the cohesiveness
of the individual's explanatory framework, rather than the speci ¢ content, emerges as
particularly relevant (Macnaughton et al., 2015; Marriott et al., 2019).

Co-constructed nature of illness insight

Conceptualizing illness insight along narrative lines o ers the opportunity to fore-
ground the inherently dialogical nature of insight into the (ill) self. Research shows that
narratives of the self are not individual, isolated constructions, but take shape in a pro-
cess of co-construction between individuals and those in their lived context (McLean
& Mans eld, 2012), which encompasses not only family members and friends, but
health professionals as well. While professionals can limit and sti e the process of co-
construction (Walsh, 2008), they can also stimulate it (Nolte, 2018), thus fostering a
“co-constructed” narrative insight. e overarching objective is to cultivate a ‘shared
narrative’ that promotes recovery, rather than exacerbating distress and dysfunction
(Macnaughton et al., 2015).

Recent qualitative work provides a tangible example of this in the context of psychosis
services, by highlighting the co-constructed nature of hope in participant’s narratives
(Brown, Scrivener, & Calnan, 2023). rough in-depth, semi-structured interviews
with stakeholders (i.e. service users and providers), the authors assert that hope is, ofte
implicitly, “co-constructed and managed within professional-user relationships”. Profe
sionals have limited control over how their communication is interpreted, and thus
“need to become more alert to the way they knowingly or unwittingly manage the hope
service users in their care”. An earlier cited study also demonstrated how professionals
times in uence the encounter by ‘manipulating’ talk not in line with treatment goals,
which can frustrate this process of co-construction (Walsh, 2008). In the best scenario,
interactive encounters should be geared towards arriving at normalizing explanations,
reducing internalized stigma, and improving self-esteem (Morrison, 2013). It is impor-
tant to recognize this is not an easy task, as the process will by de nition be di erent for
each individual.

We argue that true narrative insight is inherently co-constructed, emphasizing the
shared meaning-making process between individuals with psychosis and professionals
Such co-constructed approach tackles other identi ed problems with clinical insight,
for instance through addressing the power imbalance regarding the authorship of mean-
ing and recognizing the complexity of illness explanations. is notion of a narratively
co-constructed illness insight holds out the prospect of fundamentally recalibrating
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the clinical encounter and the role of clinical insights in this encounter. It accentuates
the importance of what is said, the way this is delivered, and the reciprocity of the
encounter, akin to an intricate dialogical ‘deal-making process’: “If we see the process
diagnosis as a type of negotiation or trade, then making a deal will depend on what exac
being o ered, with what bene ts, and at what price”( ornicroft, Rose, & Kassam, 2007).

Table 1: Di erences between clinical insight versus narrative insight

lliness insight Co-constructed narrative insight
(Prevailing conceptualization) (Proposed conceptualization)

Lack of insight understood as a de cit arising from disease Insight understood as a narrative approach, a result of a
process of deliberation

Methodological concerns (regarding its de nition and Needs more methodological development, grounded in
operationalization) not aligning with clinical observati@esvice users-concepts and experiences

Privileges the meaning of clinician (power imbalance/Bpisgs perspectives of di erent stakeholders into dia-
temic injustice), disregarding authorship over meaningpgue and negotiation

Neglects normative and cultural dimension of illness Acknowledges both the explanations of clinician and
explanations. patients and recognizes cultural embedding

Associated with enhanced stigma and hopelessness Directed at fostering hopeful and emancipating explana-
tions

Neglects the importance of personal meaning-makingséisnulates the meaning-making process, and integration
part of the recovery process of iliness experiences into a self-story

Advancing narrative insight: bridging theory and practice through
research

Critiques of clinical insight are not novel, as a 1992 review paper by Markova & Ber-
rios attests to (Markova & Berrios, 1992). Nonetheless, the integration of the concept
of narrative insight into clinical practice remains notably absent, despite substantial
‘groundwork’. Additionally, many studies investigating aspects of insight in psychosis
care continue to be framed within the paradigm of clinical insight (as discussed earlier).
It appears that despite decades of theory development concerning narratives in psycho
sis (and by extension, narrative insight), clinical, educational, and institutional reality
have yet to pivot away from the dominance of clinical insight.

While it goes beyond the scope of this paper to thoroughly analyze the reasons for
limited adoption of narrative insight, we hypothesize that hermeneutical injustice
prevalent within psychiatric practice may contribute to this phenomenon. Hermeneuti-
cal injustice refers to the notion that “a collective gap in hermeneutical resources” (i.e.
tools to understand, articulate and interpret experiences) make that people are renderec
unable to understand and their experiences are not further explored (Kidd et al., 2022).
is may stem from limited participation in developing shared meaning resources, for

171



instance because of not being involved in shaping research agendas (Ritunnano, 2022a)
Addressing such injustices necessitates an “alertness or sensitivity to the possibility tha
di culty one's interlocutor is having as she tries to render something communicatively in
ligible is due not to its being nonsensical or her being a fool but rather to some sort of g
the collective hermeneutical resources” (Fricker, 2003).

Personal accounts of individuals with psychosis have played, and continue to play an
important role in counterbalancing hermeneutic injustice, by making it possible to
ground concepts such as recovery and insight in lived experience. As elucidated, the
body of predominantly quantitative research may lack the contextual depth needed to
grasp personal meaning-making and recovery experiences (Mgllerhgj, 2020; Nienke
van Sambeek, Baart, Franssen, van Geelen, & Scheepers, 2021). While theoretical anc
philosophical contributions o er valuable perspectives, they lack grounding in clinical
practice. By contrast, the qualitative studies captured in this article have demonstrated
their methodological approaches can be employed to deepen our understanding of
(illness) insight in the context of psychosis. However, the existing body of qualitative
research remains relatively limited: a meta-analysis of inductive qualitative research
examining rsthand accounts comprised of a modest 98 studies conducted between
2000 and 2010, with a total of 1,945 participants (Markova & Berrios, 1992). Studies
investigating psychosis care from the perspective of service-users can elucidate cruci
factors for improving and tailoring interventions (McCarthy-Jones, Marriott, Knowles,
Rowse, & ompson, 2013), while also highlighting the ongoing challenges individu-

als face in exploring the meaning of their psychosis, even during periods of remission
(Jones, Kelly, & Shattell, 2016). is research tradition thus needs expansion. A recent
meta-ethnography involving 17 studies with 609 participants sets an example, by ex-
amining the development of complaints in rst episode psychosis, revealing facilitators
and barriers to help-seeking (Al Taher & Fox, 2023).

Furthermore, we suggest that, to advance our understanding of the development of nar-
rative insight, it is needed to gain deeper insight into the role of mental health profes-
sionals in the co-construction of narrative insight. Potential avenues include exploring
the barriers perceived by these professionals to cultivate such insight, and investigating
how the process of co-construction of narrative insight unfolds and may be impeded
(through direct observation of the ‘lived experience’ of clinical encounters). e advan-
tage of focusing on insight within a broader discourse to address hermeneutical issues
in mental health care lies in the fact that it can be studied within a framework already
broadly adopted in psychiatric services (i.e. the assessment of insight). Importantly,
this will require mental health professionals to embrace doubt and gives undoubtedly
rise to new questions, for instance what should prevail: the therapeutic alliance or the
treatment with antipsychotics? Within medical literature, there is evidence for both

172



approaches, but little guidance on how clinicians should consequently arrive at a deci-
siorf*. Naturally, this poses di cult, but exciting questions about how we envision the
future of psychiatric care. For instance, how should our language change to align with
this new understanding of iliness insight? What resources and methodologies are avail-
able to increase our understanding of lived experiences? How can we re-organize the
clinical encounter as such that the co-construction of narratives occurs more organi-
cally? How do we equip (aspiring) mental health professions with the necessary skills to
engage in this process? Central to this is an emphasis on cultivating health literacy that
goes beyond medical concepts, making it imperative that professionals receive guidanc
in navigating these issues (B. Lewis, 2011).

In summary, the concept of clinical insight su ers from several methodological as well
as deeper normative, cultural, and ethical concerns. While critiques of clinical insight
are not novel, its use in clinical practice remains ubiquitous. To ameliorate these con-
cerns, which extend beyond the con nes of clinical insight, further investigation into
the utility of narrative insight is warranted. is necessitates research to substantiate
the notion that patients su ering from psychosis can construct adaptive narratives,
explore potential interventions to enhance this capacity, identify how systemic barriers
such as hermeneutical injustice are impeding implementation in clinical practice, and
develop strategies mental health professionals can employ to navigate these challenge
Such endeavors inherently demand a multidisciplinary approach, as underscored by the
diverse array of disciplines included in this paper. It is imperative that mental health
professionals become more aware of the signi cance of meaning-making in psychosis,
delve deeper into the capacity of individuals with psychosis to engage in this meaning-
making process, and recognize the important role professionals themselves play in nar-
rative co-construction. In doing so, mental health professionals will become involved
in a more symmetrical process that fosters personal recovery, which might help bridge
discordances in contemporary psychiatric reality.

173



References

Adler, J. M., Lodi-Smith, J., Philippe, F. L., & Houle, 1. (2015). e incremental validity of narrative
identity in predicting well-being. Pers. Soc. Psychol. Rev., 20. doi:10.1177/1088868315585068

Al Taher, R., & Fox, A. (2023). Exploring personal accounts of the facilitators and barriers to seeking help
for rst-episode psychosis (FEP): a meta-ethnography. Psychosis, 1.

Amador, X. F, & David, A. S. (2004). Insight and Psychosis: Awareness of lllness in Schizophrenia and Rela
Disorders. Oxford: Oxford University Press.

Andresen, R., Caputi, P., & Oades, L. G. (2010). Do clinical outcome measures assess consumer-de ned
recovery? Psychiatry Res., 177. doi:10.1016/j.psychres.2010.02.013

Anthony, W. A. (2000). A recovery-oriented service system: Setting some system level standards. Psychiatri
Rehabilitation Journal, 24(2), 159-168. doi:10.1037/h0095104

Arciniegas, D. B. (2015). Psychosis. Continuum, 21.

Bassman, R. (1997). e mental health system: Experiences from both sides of the locked doors. Profes-
sional Psychology: Research and Practice, 28(3), 238-242. doi:10.1037/0735-7028.28.3.238
Belvederi Murri, M. (2015). Is good insight associated with depression among patients with schizophrenia?
Systematic review and meta-analysis. Schizophr. Res., 162. doi:10.1016/j.schres.2015.01.003

Boevink, W. A. (2005). From Being a Disorder to Dealing With Life: An Experiential Exploration of
the Association Between Trauma and Psychosis. Schizophrenia Bulletin, 32(1), 17-19. doi:10.1093/
schbul/sbi068

Bourdeau, G., Lecomte, T., & Lysaker, P. H. (2015). Stages of recovery in early psychosis: Associations
with symptoms, function, and narrative development. Psychology and Psychotherapy: eory, Researcl
and Practice, 88(2), 127-142. doi:https://doi.org/10.1111/papt.12038

Bouvet, C., Naudin, C., & Zajac, J. (2019). e concept of narrative insight in schizophrenia: a systematic
review (in French). Encephale, 45. doi:10.1016/j.encep.2018.12.004

Brown, P, Scrivener, A., & Calnan, M. (2023). e co-construction and emotion management of hope
within psychosis services. Front. Sociol., 8. doi:10.3389/fsoc.2023.1270539

Byerly, M. J., Nakonezny, P. A., & Lescou air, E. (2007). Antipsychotic Medication Adherence in
Schizophrenid@sychiatric Clinics of North America, 30(3), 437-452. doi:https://doi.org/10.1016/].
psc.2007.04.002

Castelein, S., Timmerman, M. E., van der Gaag, M., & Visser, E. (2021). Clinical, societal and personal
recovery in schizophrenia spectrum disorders across time: states and annual transitions. e British
Journal of Psychiatry, 1-8. doi:10.1192/bjp.2021.48

Connell, M., Schweitzer, R., & King, R. (2015). Recovery from rst-episode psychosis and recovering self:
A qualitative study. Psychiatric Rehabilitation Journal, 38(4), 359-364. doi:10.1037/prj0000077

Corrigan, P. W., & Rao, D. (2012). On the self-stigma of mental illness: stages, disclosure, and strategies
for change. Can. J. Psychiatry, 57. do0i:10.1177/070674371205700804

Cowan, H. R., Mittal, V. A., & McAdams, D. P. (2021). Narrative identity in the psychosis spectrum: A
systematic review and developmental model. Clinical Psychology Review, 88, 102067. doi:https://
doi.org/10.1016/j.cpr.2021.102067

Crawford, R. (2006). Health as a meaningful social priietadth, 10. doi:10.1177/1363459306067310

Crichton, P, Carel, H., & Kidd, I. J. (2017). Epistemic injustice in psychiatry. BJPsych Bull., 41.
doi:10.1192/pb.bp.115.050682

Dam, J. (2006). Insight in schizophrenia: a review. Nord. J. Psychiatry, 60. doi:10.1080/08039480600600185

David, A. S. (2020). Insight and psychosis: the next 30 years. Br. J. Psychiatry, 217. doi:10.1192/
bjp.2019.217

174



Davidson, L. (2016). e Recovery Movement: Implications For Mental Health Care And Enabling People
To Participate Fully In Life. Health A airs, 35(6), 1091-1097. doi:10.1377/hltha .2016.0153

Davidson, L., & Roe, D. (2009). Recovery from versus recovery in serious mental illness: One
strategy for lessening confusion plaguing recovery. Journal of Mental Health, 16, 459-470.
doi:10.1080/09638230701482394

De Koning, M. B. (2021). Herstelondersteuning, de behandelrelatie en het risico van onderbehandeling.
Tijdschr. Psychiatr., 63.

Degnan, A., Berry, K., Humphrey, C., & Bucci, S. (2021). e relationship between stigma and subjective
quality of life in psychosis: A systematic review and meta-aialicas.Psychology Review, 85,
102003. doi:https://doi.org/10.1016/j.cpr.2021.102003

Diesfeld, K. (2003). Insight: unpacking the concept in mental health law. Psychiatry, Psychol. Law, 10.
doi:10.1375/pplt.2003.10.1.63

Dumas, R. (2013). Systematic review reveals heterogeneity in the use of the Scale to Assess Unawareness
Mental Disorder (SUMD). Curr. Psychiatry Rep., 15. doi:10.1007/s11920-013-0361-8

Elowe, J., & Conus, P. (2017). Much ado about everything: a literature review of insight in rst episode
psychosis and schizophrenia. Eur. Psychiatry, 39. doi:10.1016/j.eurpsy.2016.07.007

Franssen, G., & Geelen, S. (2017). Self-management as management of the self: future directions for
healthcare and the promotion of mental health. Philos. Psychiatry Psychol., 24. doi:10.1353/
ppp.2017.0022

Fricker, M. (2003). Epistemic Justice and a Role for Virtue in the Politics of Knowing. Metaphilosophy,
34(1-2), 154-173. doi:https://doi.org/10.1111/1467-9973.00266

Galliot, G. (2022). Is clinical insight a determinant factor of subjective recovery in persons living with
schizophrenia or schizoa ective disorders? Psychiatry Res., 316. doi:10.1016/j.psychres.2022.114726

Gurbai, S., Fitton, E., & Martin, W. (2020). Insight under scrutiny in the court of protection: a case law
survey. Front. Psychiatry, 11. doi:10.3389/fpsyt.2020.560329

Jacob, K. S. (2010). e assessment of insight across cuiiidias.J. Psychiatry, 52. doi:10.4103/0019-
5545.74316

Jacob, K. S. (2014). Insight in psychosis: an independent predictor of outcome or an explanatory model of
illness? Asian J. Psychiatry, 11. doi:10.1016/j.ajp.2014.06.001

Jacob, K. S. (2016). Insight in psychosis: an indicator of severity of psychosis, an explanatory model of
illness, and a coping strategy. Indian J. Psychol. Med., 38. doi:10.4103/0253-7176.183078

Jacob, K. S. (2020). Insight in psychosis: a critical review of the contemporary confusion. Asian J. Psychia-
try, 48. doi:10.1016/j.ajp.2019.101921

Jones, N., Kelly, T., & Shattell, M. (2016). God in the brain: experiencing psychosis in the postsecular
United States. Transcult. Psychiatry, 53. doi:10.1177/1363461516660902

Kamens, S. R., Morawski, J. G., Kurtz, M. M., Phelps, S., Riedel, A., Charto, R., . . . Dzierlatka, M.
(2025). Enhancing insight into clinical insight: An investigation of conceptual variations. Psychol-
ogy of Consciousness: eory, Research, and Practice, 12(1), 68-99. doi:10.1037/cns0000351

Keshavan, M. S. (2019). Impaired insight in psychotic disorder: an unmet need in treatment. Schizophr.
Res., 206. doi:10.1016/j.schres.2019.04.007

Kidd, I. J., Spencer, L., & Carel, H. (2022). Epistemic injustice in psychiatric research and practice. Philo-
sophical Psychology, 1-29. doi:10.1080/09515089.2022.2156333

Kirmayer, L. J., Corin, E., & Jarvis, G. E. (2004). Insight and Psychosis: Awareness of lliness in Schizophrel
and Related Disorders Oxford University Press.

Kleinman, A. (1980). Patients and Healers in the Context of Culture: Univ. of California Press,.

Korsbek, L. (2013). lliness insight and recovery: how important is illness insight in peoples’ recovery
process? Psychiatr. Rehabil. J., 36. doi:10.1037/prj0000018

175



Larsen, J. A. (2004). Finding meaning in rst episode psychosis: Experience, agency, and the cultural
repertoire. Medical anthropology quarterly, 18(4), 447-471.

Lewis, A. (1934). e psychopathology of insight. Br. J. Medical Psychol., 14. doi:10.1111/j.2044-8341.1934.
th01129.x

Lewis, B. (2011). Narrative psychiatry: How stories can shape clinical practice. Baltimore, MD, US: John:
Hopkins University Press.

Lincoln, T. M., Lullmann, E., & Rief, W. (2007). Correlates and long-term consequences of poor insight in
patients with schizophrenia. A systematic review. Schizophr. Bull., 33. doi:10.1093/schbul/sbm002

Luhrmann, T. M., & Marrow, J. (2019). Our most troubling madness: Case studies in schizophrenia acros
cultures: University of California Press.

Lysaker, P. H., Lancaster, R. S., & Lysaker, J. T. (2003). Narrative transformation as an outcome in the
psychotherapy of schizophrenia. Psychol. Psychother., 76. d0i:10.1348/147608303322362505

Lysaker, P. H., & Lysaker, J. T. (2017). Metacognition, self-experience and the prospect of enhancing
selfmanagement in schizophrenia spectrum disorders. Philos. Psychiatry Psychol., 24. doi:10.1353
ppp.2017.0021

Lysaker, P. H., Pattison, M. L., Leonhardt, B. L., Phelps, S., & Vohs, J. L. (2018). Insight in schizophrenia
spectrum disorders: relationship with behavior, mood and perceived quality of life, underlying
causes and emerging treatments. World Psychiatry, 17. doi:10.1002/wps.20508

Lysaker, P. H., Roe, D., & Yanos, P. T. (2007). Toward understanding the insight paradox: internalized
stigma moderates the association between insight and social functioning, hope, and self-esteem
among people with schizophrenia spectrum disorders. Schizophrenia Bulletin, 33(1), 192-199.

Macnaughton, E., Sheps, S., Frankish, J., & Irwin, D. (2015). Understanding the development of narrative
insight in early psychosis: a qualitative appfesgthosis, 7. doi:10.1080/17522439.2014.980306

Markova, |. S., & Berrios, G. E. (1992). e meaning of insight in clinical psychiatry. Br. J. Psychiatry, 160.
doi:10.1192/bjp.160.6.850

Marriott, M. R., ompson, A. R., Cockshutt, G., & Rowse, G. (2019). Narrative insight in psycho-
sis: the relationship with spiritual and religious explanatory frameworks. Psychol. Psychother., 92.
doi:10.1111/papt.12178

Martin, D. C. (1990). e Mental Status Examination

In H. K. e. a. Walker (Ed.), Clinical Methods: e History, Physical, and Laboratory Examinations: But-
terworths.

McAdams, D. P. (2011). Narrative Identity. In S. J. Schwartz, K. Luyckx, & V. L. Vignoles (Eds.), Hand-
book of Identity eory and Research (pp. 99-115). New York, NY: Springer New York.

McCarthy-Jones, S., Marriott, M., Knowles, R., Rowse, G., & ompson, A. R. (2013). What is psycho-
sis? A meta-synthesis of inductive qualitative studies exploring the experience of psychosis. Psychosi
5. doi:10.1080/17522439.2011.647051

McCranie, A. (2010). e SAGE Handbook of Mental Health and lliness. In D. e. a. eds Pilgrim (Ed.),
(pp. 471-489): SAGE Publications,.

McLean, K. C., & Mans eld, C. D. (2012). e co-construction of adolescent narrative identity: narra-
tive processing as a function of adolescent age, gender, and maternal sca olding. Dev. Psychol., 48.
doi:10.1037/a0025563

Mervis, J. E., Vohs, J. L., & Lysaker, P. H. (2022). An update on clinical insight, cognitive insight, and
introspective accuracy in schizophrenia-spectrum disorders: symptoms, cognition, and treatment.
Expert Rev. Neurother., 22. doi:10.1080/14737175.2022.2049757

Michel, P. (2013). Psychometric properties of the abbreviated version of the scale to assess unawareness
mental disorder in schizophrenia. BMC psychiatry, 13. doi:10.1186/1471-244X-13-229

176



Milner, K., Crawford, P., Edgley, A., Hare-Duke, L., & Slade, M. (2019). e experiences of spirituality
among adults with mental health di culties: a qualitative systematic review. Epidemiol. Psychiatr.
Sci., 29. doi:10.1017/S2045796019000234

Mintz, A. R., Dobson, K. S., & Romney, D. M. (2003). Insight in schizophrenia: a meta-analysis.
Schizophr. Res., 61. doi:10.1016/S0920-9964(02)00316-X

Mgllerhgj, J. (2020). “I live, | don't work, but I live a very normal life"— A qualitative interview study of
Scandinavian user experiences of schizophrenia, antipsychotic medication, and personal recovery
processes. Perspect. Psychiatr. Care, 56. doi:10.1111/ppc.12444

Moritz, S. (2013). Beyond the usual suspects: positive attitudes towards positive symptoms is associated
with medication noncompliance in psychosis. Schizophr. Bull., 39. doi:10.1093/schbul/sbs005

Morrison, A. P. (2013). Psychosocial and neuropsychiatric predictors of subjective recovery from psychosis.
Psychiatry Res., 208. doi:10.1016/j.psychres.2013.05.008

Murri, M., & Amore, M. (2019). e multiple dimensions of insight in schizophrenia-spectrum disorders.
Schizophr. Bull., 45. doi:10.1093/schbul/sby092

Nolte, L. (2018). Weathering a violent storm together—witnessing and co-constructing meaning in col-
laborative engagement with those experiencing psychosis-related challenges. Arts Humaniti. High.
Educ., 17. d0i:10.1177/1474022217732869

Nurser Kate, P., Rushworth, |., Shakespeare, T., & Williams, D. (2018). Personal storytelling in mental
health recovery. Mental Health Review Journal, 23(1), 25-36. doi:10.1108/MHRJ-08-2017-0034

Oren, R. R. (2021). Beliefs about the causes of psychosis among persons with psychosis and mental healtl
professionals: a scoping review. Psychiatric Serv., 72. doi:10.1176/appi.ps.202000460

Peters, E. (2017). Clinical relevance of appraisals of persistent psychotic experiences in people with
and without a need for care: an experimental study. Lancet Psychiatry, 4. doi:10.1016/S2215-
0366(17)30409-1

Phahladira, L. (2019). Changes in insight over the rst 24 months of treatment in schizophrenia spectrum
disorders. Schizophr. Res., 206. doi:10.1016/j.schres.2018.10.013

Phahladira, L., Asmal, L., Kilian, S., Chiliza, B., Sche er, F, Luckho, H. K., . . . Emsley, R. (2019).
Changes in insight over the rstrdnths of treatment in schizophrenia spectrum disorders.
Schizophrenia Research, 206, 394-399. doi:https://doi.org/10.1016/j.schres.2018.10.013

Pijnenborg, G. H. M., Donkersgoed, R. J. M., David, A. S., & Aleman, A. (2013). Changes in insight
during treatment for psychotic disorders: a meta-analysis. Schizophr. Res., 144. doi:10.1016/].
schres.2012.11.018

Ra ard, S., Bayard, S., Capdevielle, D., Garcia, F., Boulenger, J.-P., & Gely-Nargeot, M.-C. (2008). La
conscience des troubles (insight) dans la schizophrénie: une revue critique: Partie I: insight et
schizophrénie, caractéristiques cliniques de l'insight. LEncéphale, 34(6), 597-605.

Reddy, M. S. (2016). Lack of insight in psychiatric illness: a critical appraisal. Indian J. Psychol. Med., 38.
doi:10.4103/0253-7176.183080

Ritunnano, R. (2022a). Overcoming hermeneutical injustice in mental health: a role for critical phenom-
enology. J. Br. Soc. Phenomenol., 53. doi:10.1080/00071773.2022.2031234

Ritunnano, R. (2022b). Subjective experience and meaning of delusions in psychosis: a systematic review
and qualitative evidence synthesis. Lancet Psychiatry, 9. doi:10.1016/S2215-0366(22)00104-3

Robben, N., De Hert, M., & Peuskens, J. (2002). Gebrek aan ziekte-inzicht bij schizofrene patiénten.
Tijdschr. Psychiatr., 44.

Roe, D., & Davidson, L. (2005). Self and narrative in schizophrenia: Time to author a new story. Medical
Humanities, 31(2), 89-94.

177



Roe, D., Hasson-Ohayon, |., Kravetz, S., Yanos, P. T., & Lysaker, P. H. (2008). Call it a monster for
lack of anything else: narrative insight in psychosis. J. Nerv. Ment. Dis., 196. doi:10.1097/
NMD.0b013e31818ec6e?

Roe, D., & Kravetz, S. (2003). Di erent ways of being aware of a psychiatric disability: a multifunctional
narrative approach to insight into mental disorder. J. Nervous Ment. Dis., 191. doi:10.1097/01.
NMD.0000081645.31919.6B

Rossi, A. (2018). e complex relationship between self-reported ‘personal recovery’ and clinical recovery
in schizophrenia. Schizophr. Res., 192. doi:10.1016/j.schres.2017.04.040

Saravanan, B., Jacob, K. S., Prince, M., Bhugra, D., & David, A. S. (2004). Culture and insight revisited.
Br. J. Psychiatry, 184. doi:10.1192/bjp.184.2.107

Shadmi, E. (2017). Relationship between psychiatric-service consumers’ and providers’ goal concordance
and consumers’ personal goal attainment. Psychiatr. Serv., 68. doi:10.1176/appi.ps.201600580

Slade, M., Blackie, L., & Longden, E. (2019). Personal growth in psychosis. World Psychiatry, 18(1), 29-
30. doi:10.1002/wps.20585

Spaniol, L., Wewiorski, N. J., Gagne, C., & Anthony, W. A. (2002). e process of recovery from schizo-
phrenia. International Review of Psychiatry, 14(4), 327-336. doi:10.1080/0954026021000016978

ompson, K. N., McGorry, P. D., & Harrigan, S. M. (2003). Recovery style and outcome in rst-
episode psychosis. Schizophrenia Research, 62(1), 31-36. doi:https://doi.org/10.1016/S0920-
9964(02)00428-0

ornicroft, G., Rose, D., & Kassam, A. (2007). Discrimination in health care against people with mental
illness. Int Rev Psychiatry, 19(2), 113-122. doi:10.1080/09540260701278937

Tranulis, C., Corin, E., & Kirmayer, L. J. (2008). Insight and psychosis: comparing the perspectives of
patient, entourage and clinician. Int. J. Soc. Psychiatry, 54. doi:10.1177/0020764008088860

Tranulis, C., Freudenreich, O., & Park, L. (2009). Narrative insight: rethinking insight in psychosis. Int. J.
Cult. Ment. Health, 2. doi:10.1080/17542860802560363

Tranulis, C., Lepage, M., & Malla, A. (2008). Insight in rst episode psychosis: who is measuring what?
Early Interv. Psychiatry, 2. doi:10.1111/j.1751-7893.2007.00054.x

van Sambeek, N., Baart, A., Franssen, G., van Geelen, S., & Scheepers, F. (2021). Recovering Context
in Psychiatry: What Contextual Analysis of Service Users’ Narratives Can Teach About Recovery
Support. Frontiers in Psychiatry, 12. doi:10.3389/fpsyt.2021.773856

van Sambeek, N., Franssen, G., van Geelen, S., & Scheepers, F. (2023). Making meaning of trauma in
psychosis. Front Psychiatry, 14, 1272683. doi:10.3389/fpsyt.2023.1272683

Vanaken, L., Bijttebier, P., Fivush, R., & Hermans, D. (2022). An investigation of the concur-
rent and longitudinal associations between narrative coherence and mental health medi-
ated by social support. Journal of Experimental Psychopathology, 13(1), 20438087211068215.
doi:10.1177/20438087211068215

Vohs, J. L. (2015). Metacognitive capacity as a predictor of insight in rst-episode psychosis. J. Nervous
Ment. Dis., 203. doi:10.1097/NMD.0000000000000291

Waldemar, A. K., Arnfred, S. M., Petersen, L., & Korsbek, L. (2016). Recovery-Oriented Practice in Men-
tal Health Inpatient Settings: A Literature Review. Psychiatr Serv, 67(6), 596-602. doi:10.1176/
appi.ps.201400469

Walsh, I. P. (2008). Whose voice is it anyway? Hushing and hearing ‘voices’ in speech and language
therapy interactions with people with chronic schizophrenia. Int. J. Lang. Commun. Disord., 43.
doi:10.1080/13682820701698168

Westerhof, G. J., & Bohlmeijer, E. T. (2012). Life Stories and Mental Health: e Role of Identi cation
Processes in eory and InterventioNarrative Works, 2(1). Retrieved fioips://journals.lib.
unb.ca/index.php/NW/article/view/19501

178



WHO. (1973). Report of the International Pilot Study of Schizophrenia. World Health Organization

Windell, D. L., Norman, R, Lal, S., & Malla, A. (2015). Subjective experiences of iliness recovery in
individuals treated for rst-episode psychosis. Social Psychiatry and Psychiatric Epidemiology, 50(7)
1069-1077.

Wood, L., & Alsawy, S. (2018). Recovery in psychosis from a service user perspective: A systematic review
and thematic synthesis of current qualitative evidence. Community Mental Health Journal, 54(6),
793-804. doi: 10.1007/s10597-017-0185-9

Woods, A., & Wilkinson, S. (2017). Appraising appraisals: role of belief in psychotic experiences. Lancet
Psychiatry, 4. doi:10.1016/S2215-0366(17)30434-0

179






Chapter 6

General discussion






Discussion

e title of this thesis, ‘Recovering context in psychiatry’, captures the twofold aim of
my research. In its rst, more general meaning, the title refers to the aim of restoring at-
tention for the social and cultural context in which mental distress arises and is granted
meaning. is ambition is rooted in decades of scienti ¢ and experiential critiques of a
predominant biomedical, individualized approach to mental distress in psychiatry. In
its second meaning, the title speci cally evokes the recovery tradition in psychiatry and
refers to the aim of better understanding and contextualizing di erences in the process
of personal recovery of service users in psychiatry. is goal is rooted in a problem that
can be summarized as ‘the average person does not exist’, and hence, there cannot |
one right way of supporting recovery in psychiatry.

is thesis, then, can be situated within the recovery paradigm, which has taken shape
against the background of an increasing awareness of the limitations of the biomedi-
cal paradigm. Within the recovery vision, regaining a sense of identity and meaning
through the formation of personal narratives is pivotal for individuals’ recovery. ese
narratives can serve as therapeutical instruments for individual change as well as col
lective resources of experiential knowledge that can inspire others and provoke social
change. Although the merits of narrative meaning making for the eld of psychiatry are
salient, the scienti ¢ study of narrative meaning making has largely developed outside
of psychiatry (Lewis, 2011), for instance in anthropology, cultural studies, literary
studies or sociology. With this thesis, | wanted to address this gap, and demonstrate
that narrative research can play an important role in establishing the twofold aim of
recovering context in psychiatry by putting service users’ meaning making center stage.

e research questions that guided my research were:

How do service users make meaning of mental distress in the context of stories they
tell about their lives?

- What is the interpersonal and socio-cultural context of meaning-making di erences,
and how do these di erences shape the personal recovery process?

- What barriers and facilitators do service users experience in their process of meaning
making of mental distress?

- What is the role of psychiatric services in service users’ meaning-making processe:
and how can this role be enhanced as part of recovery-oriented care?

Below, | will answer these question, and discuss their implications.
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Differences in meaning making of mental distress

Finding a personally satisfactory meaning for the disruptive experience of mental
distress is a key element of the process of personal recovery (Slade, 2009). In orde
for psychiatric care to be personal and meaningful, professionals need to inquire and
attend to these personal meanings. erefore, an important aim of this thesis was to
provide in-depth insights into meaning-making di erences between people with men-
tal distress. Following on my introductory remarks in Chapter 1, Chapters 2 and 3
demonstrate both the meaning-making capacity of people with mental distress as well
as the variety of their narrative meaning making. Narrative analysis also allowed for
contextualization of di erences in meanings that people made of mental distress. We
distinguished between two forms of contextualization that seemed important from a
recovery vision: situating meaning making of mental distress within the internal, that
is, subjective context of personal stories, and situating it in the external, that is, inter-
personal or socio-cultural context in which meanings of mental distress are collectively
shaped. e rst form of contextualization is of particular importance for developing
personal and holistic psychiatric care, while the second form of contextualization is
needed to pursue service users’ emancipation and establishing social and institutional
change.

Contextualizing differences: the internal context

e internal context refers to the way in which storytellers meaningfully connect dif-
ferent elements of their lifeworld and identity over time. Insight into these connections
allows for empathic understanding of the meaning of mental distress for individuals,
and consequently, to what is relevant for them in mental health recovery. is form
of contextualization of mental distress meanings is paramount for informing person-
centered, holistic care, as opposed to classi cation-driven, standardized care.

e outcome of the narrative research in Chapters 2 and 3 demonstrated that service
users create very diverse, even contradictory meanings of their mental distress in
general and trauma and psychosis in particular. For instance, Chapter 2 showed that
some service users conceptualized mental distress as a form of weakness, whereas ott
emphasized the value of their sensitivity. ese di erences only made sense in relation
to people’s story as a whole: the meaning of mental distress as weakness was found to |
interrelated with service users’ struggles with stigma-related social decline, as member
of already marginalized minority groups. In contradistinction, service users that made
meaning of their lives in terms of neglected needs and over-adaptation came to see
mental distress as a call to reconnect with themselves. Such di erences o er insights
into what is relevant for people in mental health recovery and provide directions to
further attune psychiatric care to their needs. For example, the idea that people want
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to be recognized is common among mental healthcare professionals. Analysis of the
internal context of service users’ narratives facilitated elaboration of this idea into more
clinically useful distinctions. Recognition of vulnerability and being di erent appeared

to be crucial for people with a life story of adaptation, whereas people that struggled
with the stigma of deviation sought recognition of their humanity and similarity to
non-patients. Insight into these di erences also helps to understand that mental health-
care interventions, such as psychiatric diagnosis, can provide recognition for some, but
misrecognition for others. Salient di erences were also found in the way service users
made meaning of trauma in psychosis (chapter 3): some people had come to believe tha
trauma needed to be confronted and lived through in order to recover from psychosis,
while others believed psychosis would aggravate if they would attend to experienced
trauma. ese di erent meanings clearly require a di erent dialogues and treatment in
the context of psychiatric care.

Although di erences in meaning making are pivotal for attuning psychiatric care to
individual service users, these di erences can be overlooked within standardized psychi-
atric practice and science. Considering this, it is important that the studied narratives
were collected through a low structured interview, which was designed to create space
for service users to elaborate on what mattered most to them. Highly structured clini-
cal interviews and questionnaires, narrow service users’ stories and predetermine wha
should or should not be addressed; additionally, meaning-making di erences are by
de nition lost in group-based scienti c generalizations. erefore, identifying patterns

of meaning through qualitative narrative research o ers a better t with recovery-
oriented care. Furthermore, the holistic exploration of processes of meaning making
might be more in line with how mental health professionals are ideally inclined to work
and engage with service users and their experiences.

Contextualizing differences: the external context

As elaborated in chapter 1 and 2, meaning making is not just a personal process: it
occurs in a socio-cultural context and in interaction with others. e external context

of a story refers to the interaction between the individual story with stories that are
shared within a persons’ community and culture (Murray, 2000). Situating meaning-
making di erences in this external context helps to see how dominant societal plots and
ideas about mental distress, normality and su ering play out in a persons’ lifeworld.
It elucidates and challenges the identities that are made possible or impossible by
di erent socio-cultural narratives. e recovery paradigm is grounded in this kind of
(postmodern) analysis, and has challenged the limitations, injustices and dehumanizing
aspects of a too narrow application of the (modern) biomedical model on human suf-
fering (Lewis, 2006). To establish recovery-oriented psychiatric care, it is thus crucial to
respect and pursue this emancipatory tradition.
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Inequality in discursive resources and recognition

In chapter 2 and 3, we learned that the availability and integration of di erent socio-
cultural understandings of mental distress could help people in narratively constructing
satisfactory explanations for their personal struggles and articulate their appeal for
recognition. Such cultural building blocks people draw upon to form personal stories
have been conceptualized as ‘discursive resources’ (Cousineau, 2017). Contextualizin
di erent meaning-making patterns, we identi ed two di erent problems with regard to
discursive resources: lack of resources and lack of recognition.

Chapter 2 and 3 showed that di erences in (adaptive) meaning maknetpteel ¢o

di erences and inequalities in discursive resources people had access to. For instance
chapter 2 showed that people who lacked the discursive resources to reconcile menta
distress with dignity and capabilities in their personal narrative, became stuck in their
mourning over a lost ‘normal’ identity and future perspective. By contrast, people who
were familiar with, and able to tap into, a variety of discourses, seemed better able to
narrate their story in such a way that they gained recognition from, and connection
with others. Helpful discursive resources were not limited to mental health literacy,
as might be the focus in conventional psychiatric services. In chapter 3 it is shown
that religious and spiritual ideas such as ‘even in the worst experience, meaning can be
found’, or ‘every person is equal for God’ could be consoling and helpful for people
as they attempted to make meaning out of severely disruptive, often guilt-in icting
experiences. Important to note here is that inequality in discursive resources is likely
to be related to inequality in other domains. For instance, educated persons, with
the cognitive skills to inform themselves about mental distress are more likely to gain
discursive resources. Alternatively, persons with no social network, limited skills and
energy to reach out to new communities, or simply a necessity to survive in poverty
and homelessness, are more likely to be underexposed to di erent kind of ideas. Such
socio-structural inequalities that impact recovery processes are important to take into
account (Karadzhov, 2021).

Creating a personally meaningful story of mental distress is challenging enough. How-
ever for meaning making to be truly helpful it needs to be understood and recognized,
or at the very least tolerated, by others. In Chapters 2 and 3, we found examples of
people that had extensively educated themselves on di erent perspectives on mental
health, had integrated theses perspectives into a meaningful personal story, and were
able to articulate their story in a persuasive way, but were nonetheless unable to ac-
complish recognition of their perspectives from others. eir stories demonstrated that
people can experience stagnation of recovery when the meanings they create do no
resonate, or clash with prevailing socio-cultural narratives. Such ‘deviant’ meaning-
making patterns can be understood as counternarratives. In this thesis, counternarra-
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tives were mainly positioned in opposition to dominant care ideals by people showing
‘disoriented behavior'. Interestingly, ideals of self-su ciency and independence, as well
as the pursuit of risk-avoidance in care, were particularly challenged by them.

Counternarratives form an important resource for critical re ection on — and adjust-
ment of — prevailing care ideals and practices. e recovery paradigm, which origi-
nated as a counternarrative to the medical paradigm, can in itself become a dominant
paradigm that needs scrutiny. For instance, a too individualistic notion of concepts
such as self-determination, agency and empowerment could prove to be problematic in
cases where people need a durable relationship with a professional to be able to follow
psychotherapeutic treatment. Sometimes, counternarratives get support from unex-
pected directions. For instance, spiritually oriented narrators that understand psychotic
experiences as meaningfully related to childhood trauma can nd support in recent
scienti ¢ evidence about dissociated trauma memories, or in trauma-treatment e cacy
studies (Chapter 3). is is why narrative pluralism is important in mental healthcare:

it ensures that di erent perspectives can complement and advance each other. Working
with narrative pluralism in psychiatry, however, requires mental healthcare profession-
als to critically re ect on their own dominant meaning making. If they are to support
meaning making processes, they will have to be aware of the ideological charge anc
consequences of their own preferred meaning making of mental distress.

To conclude, when providing personal, recovery-oriented care, it is important to un-
derstand and value di erent meanings service users make of mental distress in their
narratives. eir narratives provide insights in the challenging process of meaning mak-
ing itself.

Barriers and facilitators in the meaning making of mental
distress

is thesis provided insights into barriers and facilitators that service users experi-
enced in their (ongoing) meaning-making process. In Chapter 3, we focused on the
particularly complex and urgent case of meaning making of trauma in psychosis. As
this chapters shows, barriers and facilitators are not the same for everyone, but depenc
on the speci c context of service users with psychosis. However, a distinct overarching
pattern emerged from their narratives: stigma was found to be the mayor barrier in
the meaning making of trauma in psychosis, while inversely, non-judgmental social
relationships were found to be the most important facilitator. is nding highlights

the interpersonal character of the meaning-making process and is relevant for attempts
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to improve recovery support as well as attempts to complement theories of narrative
identity and psychosis.

In extant theoretical research, both the experience of trauma (Robert A. Neimeyer,
Herrero, & Botella, 2006) and psychosis (Lysaker & Lysaker, 2002) have been concep-
tualized as causing narrative disruptions that are expressed in fragmented, incoherent o
incomprehensible narratives. Chapter 3 demonstrated that service users with psychosis
indeed reported or demonstrated (past) di culties related to the integration of their
disruptive experiences into their self-stories and experienced their meaning-making
process as a long, di cult and ongoing process. However, whereas such di culties have
often been explained in terms of individual, (meta-) cognitive de cits of people with
psychosis (Cowan, Mittal, & McAdams, 2021), this thesis demonstrated the devastat-
ing e ect of stigma on their meaning-making process. People are stigmatized when they
are labeled, set apart, and linked to undesirable characteristics, leading them to experi-
ence status loss and discrimination (Link & Phelan, 2001). Chapter 3 provides insights
in the speci ¢ ways in which meaning making of trauma by people with psychosis is
a ected by stigma, and how this can impede their recovery process. In interpersonal re-
lationships, people with psychosis were often confronted with pessimistic ideas on their
capacity to develop self-insight and cope with distress. Service users often experience
discouragement to inquire into traumatic experiences.

is stigma also interacted with the avoidant behavior that is part of traumatic stress
reactions. Most service users felt hesitant to inquire trauma, as they were anxious to lose
control over overwhelming emotions. Discouragement and fear of other people would
reinforce their own avoidance. us, although previous research has demonstrated the
bene cial e ect of moving towards distressful past experiences (De Jager et al., 2016;
Wood & Alsawy, 2018) and connecting past, present and future into an integrated self-
story (Adler et al., 2017; Adler, Lodi-Smith, Philippe, & Houle, 2015), people with
psychosis can become disconnected from their past experiences, both by means of thei
own (initial) avoidant coping and by the reinforcing mechanisms of stigma. e idea
that people with psychosis are not able to make meaning of their past can consequently
become a self-ful lling prophecy. It is therefore important that researchers of narrative
disruptions in psychosis take being stigmatized into account as a signi cant contributor
to narrative disintegration and inquire about its in uence on psychological processes
more explicitly.

For recovery support, this nding obviously indicates the importance of ghting stigma
for people with severe mental distress. Much can be learned from what service users
described as facilitating their meaning-making process. eir process of adaptive mean-
ing making often started with supportive relationships. ese included relationships
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with mental healthcare professionals within psychiatric services. More often however,
relationships with romantic partners, peer communities, spiritual and religious com-
munities and care providers in complementary care were mentioned. e helpful quali-
ties of these relationships were mainly de ned as accepting and non-judgmental — the
opposite of their experiences with stigma. e experience of being treated as an equal
human being o ered service users the safety to disclose distress and engage in a proce
of self-inquiry and growth.

is thesis also demonstrated that service users with psychosis located most facilitators
of the meaning-making process outside the realm of psychiatric services, while barriers
were mostly located within psychiatric institutions and practices. e — often hindering

— role of psychiatry in service users’ meaning-making process will be addressed in the
next section

The role of psychiatry in meaning making of mental distress

Although the modest role of professional services is intrinsic to the concept of personal
recovery (Slade, 2009), as the agency lies here with the person experiencing menta
distress, psychiatric services ideally play a supportive role in recovery processes such
the meaning making of mental distidssvever, this thesis showed that services users
often experienced the role of psychiatric services as hindering their meaning-making
process. is was especially the case for people with severe and complex forms of mental
distress, such as psychosis, complex trauma and ‘disoriented behavior'. e bottom-line
of their narrated experiences was one of feeling disregarded as a meaning-making hu
man being. Two main forms of disregard of meaning making within psychiatry were
identi ed throughout this thesis: a lack of basic conditions that foster meaning making
on the one hand and active forms of undermining service users’ meaning making on
the other. We applied the concepts of narrative dominance (Chapter 3), microaggres-
sion (Chapter 4) and diagnostic conformity in illness insight (Chapter 5) to better
understand these forms of disregard.

Lack of basic conditions that foster meaning making

e research ndings in Chapters 2, 3 and 4 showed that service users with severe and
complex mental distress often experience psychiatry as ‘the wrong setting’ to make sens
of mental distress. Psychiatric settings and interactions with sta were characterized as
lacking the safety and encouragement to engage in the frightening process of exploring
the self in relation to adverse experiences.
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is lack of basic conditions for meaning- making was associated with a care-pathway
particular to people with severe mental distress. Common in their stories were descrip-
tions of ‘minimal care’: sequential (crisis) admissions that were followed up by medi-
cation controls without o ering the multidisciplinary, long term follow-up care that
professional guidelines suggest (AkwaGGZ, 2024). Within this minimal care context,
it proved challenging to build the trusting relationships needed to engage in self-
exploration. e setting of psychiatric (crisis) admissions aggravated feelings of unsafety
and seclusion, and made people hesitant to disclose their inner world to mental health
professionals.

In addition to feelings of unsafety, service users experienced a lack of encouragemen
for meaning making in psychiatric hospitals and clinics. For instance, they experienced
a general absence of meaningful activities and meaning-focused interventions. Psycho
therapeutic interventions were seldomly part of the care they received. Furthermore,
service users experienced that clinical sta members were not encouraging them to
engage in a meaning-making process and didnt take their perspectives seriously. Fol
instance, by not showing interest in their life-history and person, and by not inquiring
into their perspectives and ideas in relation to was what going on and needed. In chapter
4 we conceptualized this phenomenon as a form of microaggression: a subtle and often
unintended form of expressing stigma that nonetheless has a negative accumulative
e ect. Not taking the alternative perspectives of service-users seriously was de ned as
stigmatizing because of the way it deviates from ‘normal’ human interactions, but also
from professional standards that promote collaborative, respectful relationships within
care settings. Institutional stigma was also highlighted by service users’ descriptions of
contrasting settings: they often described the ‘right settings’ to recover in terms of the
mutual respect and validation they had missed in psychiatry. As Chapter 4 showed, dis-
regard of service users perspectives was associated with disengagement from psychiat
services on the long term.

A lack of basic conditions that foster meaning making was particularly experienced as
antagonizing when service-users were rst confronted with mental distress and were
only just beginning to question what was happening to them and why. Service users
that were already deeply engaged in a meaning-making process felt particularly hin-
dered by active ignoring of their meaning making by mental health professionals.

Active undermining of meaning making

As demonstrated in Chapters 2 and 3, there is a great diversity in the meaning service-
users make of mental distress, both in terms of content of their explanation as well as
in form and comprehensiveness. As addressed in the previous section, these person:
meanings were not equally accepted and validated in psychiatry. Service users felt tha

190



the meaning they made of mental distress was all too easily overruled by clinicians’
beliefs, or disquali ed as being part of their psychopathology (Chapters 3 and 4).

We used the concept of narrative dominance (Robert A Neimeyer & Tschudi, 2003)
to describe instances in which service users’ own meaning making was overruled by
dominant narratives of clinicians. A particular striking example of this mechanism was
that of service users that understood psychosis as a consequence of unprocessed traun
In their ongoing struggle to get trauma treatment they were confronted with clinicians’
ideas that talking about trauma would aggravate psychosis. is dominant narrative
about the risks of trauma treatment in psychosis had severe consequences for them, as
resulted in being excluded from the trauma treatments they desired.

Classifying people as lacking illness insight is another way in which the personal mean-
ing making of service users is felt to be disquali ed. As we argued in Chapter 5, illness
insight as de ned and employed in psychiatric pragically refers to service users’
conformity to medical views, rather than a deeper insight on the context and meaning
of ones’ own mental distress. Especially in the case of psychosis, large discrepancie
between service users and clinicians are common. Inherent to illness insight, or ‘clinical
insight’ as we reframed it, is that power over the meaning of illness comes to lie almost
exclusively with professionals, creating a power imbalance that has long been contestet
by the psychiatric users movement (Boevink, 2005). Furthermore, ready made expla-
nations of mental distress, intended to enhance illness insight, can interfere with the
idiosyncratic recovery process, which is about (re)claiming authorship over meaning
(Roe & Davidson, 2005). For instance, psychoeducation on schizophrenia may teach
people with psychosis that what they experience is a neurocognitive error. is can
make service users overly distrustful with regard to their own meaning making and
make them turn away from seeking meaning, as Chapter 4 illustrated. Although many
service users with psychosis agreed that their meaning making had been out of touch
with reality in terms of scope, they regretted that meaningful links with adverse experi-
ences on a symbolic level had not been explored more seriously, as these could hav
o ered important directions for recovery support.

is thesis showed that not taking service user meaning making seriously often leads to
stagnation of recovery and power struggles within psychiatry. Instead of aiding personal
recovery, psychiatric settings were experienced as creating additional recovery need:
ese needs were often resolved outside psychiatry. A promising strategy to mitigate
this, as we suggested in Chapter 4, is to foreground and explore the potential of the
inherently dialogical and co-constructed nature of personal meaning making in the
context of psychiatric care. Instead of limiting and stiing the process of meaning
making, professionals can also stimulate it, thus fostering a co-constructed narrative
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insight. e overarching objective should be to cultivate a socially ‘shared narrative’ that
promotes recovery, rather than exacerbating distress and dysfunction.

Contributions and limitations

Firstly, this thesis contributes to the pursuit of a ‘Narrative psychiatry’. As Bradley
Lewis has elaborated, the alienation of psychiatry from insights and theories developed
in philosophy, the humanities, cultural studies and other elds, can be reduced by
developing critical interdisciplinary alternatives for psychiatric practice and knowledge
development (Lewis, 2006, 2011). e multidisciplinary lens deployed in this thesis
helped to identify and connect di erent (personal, interpersonal, socio-cultural) levels
of meaning within service users stories. ese connections are often lacking in mono-
disciplinary narrative mental health research (Murray, 2000), with an exclusive focus
on either the personal psychological level, or the socio-cultural level (Goodbody &
Burns, 2011). By analyzing the intrinsically personal, interpersonal and socio-cultural
context of service users stories in their interconnectedness, salient links could be identi-
ed. For instance, the negative in uence of dominant cultural ideas about trauma and
psychosis on individual avoidant coping was identi ed (chapter 3). Attention for the

di culties that are part of the personal recovery process has increased over the last year
(Lases et al., 2024; Stuart, Tansey, & Quayle, 2017; van Weeghel, van Zelst, Boertien,
& Hasson-Ohayon, 2019). Future research that provides further insights into the
interconnectedness between personal, interpersonal and socio-cultural dimensions of
personal recovery is critical to avoid misattributions of such di culties in recovery.

Furthermore, this thesis entails a thorough translation of recovery principles into a
research methodology for studying service users’ narratives. A particular concern in
this work was to counterbalance over individualistic, de-contextualized and thus de-
politicalized notions of personal recovery that divorce the concept from its emancipa-
tory roots. For instance, in the seminal framework for personal recovery (Leamy, Bird,
Le Boutillier, Williams, & Slade, 2011), empowerment is mainly de ned in terms of
personal responsibility and control, whereas the socio-political conditions for empow-
erment are not explicated. By explicitly analyzing the ideological context of stories with
discourse analysis (chapter 2) and by working with psycho-social conceptualizations of
narrative identity (chapter 3), light was shed on how people are helped or hindered in
their personal struggles by the socio-cultural narratives that are available to them and
accepted by others. ese insights can help to form counternarratives to supplement
dominant mental health ideals, and help to establish social and institutional change.

192



Lastly, this thesis — as part of the Psychiatry Story Bank — contributes to the rmer
establishment of service users’ collective experiential knowledge as a complementar
evidence-base for psychiatry. Within the ideal of a more diverse or blended psychiatry
(Scheepers, 2021), this ‘soft’ experiential knowledge is equally valued alongside clinical
knowledge and ‘hard’ data science. Better disclosure and application of experiential
knowledge in psychiatry can help reduce the gap between service users’ lifeworld anc
standardized practices (van Os, Guloksuz, Vijn, Hafkenscheid, & Delespaul, 2019).
is is of particular importance in the context of mechanism described in chapter 4,
indicating that this gap is associated with disengagement from psychiatric services.

An important aspect of building a representative experiential knowledge base is to ‘let
stories breathe’ (Frank, 2012) and create space for narrative plurality, as | worked out
in the introduction. is explicitly involves inclusion of the kind of stories that tend

to raise discomfort: ‘plotless’ stories of ongoing daily struggles with chronic illness that
cannot be cured or resolved (Bervoets, 2019; Frank, 1995; Philippa, 2025); complex
stories of living with disability that are neither victimizing, nor romanticizing the
lived-experience (Van Ertvelde, 2024); and stories that have their own ‘madness logic’
(Kusters, 2004). In my studies, | have tried to preserve narrative plurality by analyzing
both form and content of service-users’ narratives and by maintaining and demonstrat-
ing the qualities of di erent narrative genres.

At the Psychiatry Story Bank, narratives of service users, their loved-ones and profes:
sionals are collected. In this thesis, | decided to focus on gaining in-depth insights into
the perspectives of service users, as their recovery is at stake. Even though experts |
experience are gaining more in uence in mental healthcare policies and practice, this
thesis showed mechanisms of ongoing power di erences, thereby signifying the im-
portance of amplifying service users’ voices. At the same time, future research that alsc
takes into account perspectives of loved-ones and professionals carers can help to esta
lish a more complete picture of the complexity of mental healthcare, and the dilemmas
that clashing perspectives and contexts cause (see Heerings, van de Bovenkamp, Cardc
& Bal, 2022). For instance, professionals’ narratives are more likely to shed light on
the administrative systemposed on mental healthcare professionals, which requires
them to negotiate con icting logics and interests (Van Sambeek, Tonkens, & Broer,
2011).

Some methodological limitations to this thesis are worth noting. Firstly, the attempt to
cover and relate personal, interpersonal and socio-cultural contexts of narratives resultec
in an pluralistic analytical framework. Although “methodological pluralism” has the
potential to capture the richness of narrative data and promote integrated theory devel-
opment (Goodbody & Burns, 2011), it can also pose a threat to theoretical coherence
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(Andrews, Squire, & Tamboukou, 2008). Secondly, it is important to acknowledge that
the narratives analyzed in several chapters are the products of one-time interviews tha
give a momentary impression of the evolving process of meaning making that personal
recovery entails. ese narratives are situated ‘snap shots’ of the dynamically changing
perceptions of the narrators’ selves and lives (Lieblich, Tuval-Mashiach, & Zilber, 1998).
Although even one-time interviews o er insights into the dynamics of meaning mak-
ing, future narrative research with a longitudinal design could provide deeper insights
into how meaning making evolves over time. irdly, as our analysis is dependent on
what participants are willing to share, it is likely that we excluded participants who may
have had relevant experiences but, for whatever reasons, do not include them in the
narratives they have shared with us. Fourthly, our recruitment strategies may have led to
selection bias. e majority of our participants were middle-aged, native Dutch people
with a high level of education. We also noted that online recruitment was more likely to
attract people that were empowered in terms of their social and intellectual resources.
As we started to actively reach out for socially disadvantaged groups, we learned tha
our recruitment strategies had a direct impact on narrative diversity and the genres
we were able to identify. Additionally, the Psychiatry Story Bank is a project that aims
to improve psychiatric services, with the help of experiential knowledge. Participants
enroll on their own initiative. Possibly, then, our project is more appealing for service-
users with negative care experiences, as satis ed service-users might feel less urger
to participate. Lastly, qualitative studies such as these are not intended, nor suitable
for generalization to the population (statistical generalization). Instead, theoretical, or
conceptual generalization applies (Maxwell & Chmiel, 2014).

Conclusion

With this thesis, | tried to demonstrate the merits of narrative research for psychiatry. |
argued that the shift towards recovery-oriented care that is propagated in many mental
healthcare policies is complicated by the fact that psychiatric research continues to be
rooted in a biomedical vision on mental distress and diminishes meaning-making pro-
cesses with its research methods. For this reason, | came to adopt qualitative narrative
research as an eligible recovery-oriented alternative.

e narrative studies of this thesis were focused on gaining in-depth insights into ser-
vice users' meaning making of mental distress, as part of the process of their persona
recovery. First and foremost, the outcomes illustrated the meaning-making drive and
capacity of people with mental distress. e research ndings showed a wide variety of
di erent and even contrary meanings service users make of mental distress; the results
also clari ed the context, function and value of these di erences. ese ndings can
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help mental health professionals to attune to meaning-making di erences to o er
personally meaningful care. Furthermore, this narrative plurality of service users can
help mental health professionals to re ect on the limitations of their own frameworks
of understanding mental distress. e studies also provided new insights into meaning-
making di culties of service users, and highlighted the hindering role of stigma in the
process of narrative integration of distressful experiences. Meaning making of mental
distress emerged as interpersonal process in which recognition and social acceptanc
played a crucial role. ereby, it extends and questions theoretical models that explain
meaning-making di culties of people with severe mental distress mainly in terms of
individual, neurocognitive de cits. A particularly striking nding of this thesis was that
service users located most barriers in the meaning-makingaptftiogssychiatry.

Identi cation and conceptualization of dierent ways psychiatric services hinder
meaning-making processes, both passively and actively, intendedly and unintendedly,
can help to remove structural barriers to recovery in psychiatry. If we can succeed in
doing so, something vital about psychiatry itself may be recovered, too.
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Summary

Summary

Over the past decade, the recovery vision for mental distress, in reaction and as a
counterpoint to the biomedical paradigm, has gained ground in mental healthcare.
Within this vision, regaining identity and meaning by creating personal narratives is
considered pivotal. is dissertation examines the narrative meaning-making processes
among people with mental distress who have received or continue to receive psychiatric
care. e gualitative, narrative research included in this dissertation o ers insights into
how people assign di erent meanings to mental distress in the stories they create about
themselves and their lives. Additionally, the ndings of this thesis provide insights into
the barriers and facilitators that people experience in their search for meaning as well
as the interpersonal, institutional, and sociocultural context of the challenges they face.
is thesis also critically examined psychiatric services’ frequent opposition to personal
meaning-making processes. us, it 0 ers mental health professionals guidance to bet-
ter support these processes as part of recovery-oriented care in psychiatry.

In the general introduction in Chapter 1, | rst elaborate the merits of service users’
narratives in psychiatry, distinguishing between narratives as a therapeutic tool and
stories as a collective, emancipatory source of knowledge. Both provide entry points
for research that can contribute to personally meaningful and humane psychiatric
care. Additionally, | brie y outline the historical and ideological context within which
psychiatric research has moved away from meaning-making processes, and the resul
ing consequences for practice. | conclude that while the recovery vision in psychiatry
is increasingly endorsed, scienti ¢ research remains strongly rooted in the biomedical
model, which opposes this vision. Although a rich tradition of narrative research exists,
it has been developed and established mainly in scienti ¢ disciplines outside psychia-
try. e potential of such research has been underutilized within psychiatry, whereas
meaning-making is an indispensable part of what this eld is concerned with: mental
distress and recovery. erefore, in this dissertation, | rst propose that psychiatry’s
transition to recovery-oriented, personal care be accompanied by a fundamental revi-
sion and broadening of research methodology that can support meaningful care.

e studies included in this dissertation were conducted as part of the “Psychiatry Story
Bank” (UMC Utrecht), a narrative project that contributes to this desired transition.
Within this project, researchers collect, study, and learn from the stories of psychiatric
service users. Previous qualitative research on recovery stories identi ed the common
processes of personal recovery and established that making meaning of mental distres
is an important (initial) task in an individual's personal recovery process. With my
research, | attempted to o er in-depth insights into the di erent ways people make
meaning of mental distress. For this purpose, | considered meaning making as a psy-
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chosocial phenomenon with both individual and social dimensions and aimed to place
meaning-making challenges in a interpersonal and socio-cultural context.

An important part of my research entailed translating the principles of the recovery
vision into an appropriate research methodology to study narratives without reproduc-
ing overly individualistic or pathologizing ideas on service users’ meaning making. To
do so, | drew on narrative theories and methodologies developed in the margins of
psychology and psychiatry and especially in other scienti c disciplines such as sociol-
ogy, literary studies, anthropology, and philosophy. In Chapter 2, we discuss how a
contextual analysis of service users’ narratives can enrich the understanding of person:e
recovery and recovery support. We distinguish three contexts of narrative in the ana-
lytical framework: (1) the personal context, which reveals the connection between life
experiences; (2) the interpersonal context, which identi es the purpose behind sharing
a story; and (3) the ideological context, which clari es how the personal story is embed-
ded in the socio-cultural frameworks of mental distress.

We applied this analysis method to the stories from the Psychiatry Story Bank and
identi ed four genres of the service users’ narratives: accusation (about injustice in care),
lamentation (narratives about social loss), travelogue (about identity transformation)
and reconstruction (about the impact of psychosis). ese genres provided di erent in-
sights into recovery. For instance, the accusation narratives illustrated how struggle and
resistance can be the last resort when dealing with feelings of powerlessness and demc
alization. e lamentation genre showed how stigma can exacerbate loss experiences.
e travelogue accounts illustrated how the recognition of vulnerability can strengthen
people’s sense of belonging. Finally, the reconstruction narratives revealed how regain:
ing meaning can be complicated, especially for people who have lost con dence in
their own meaning making due to psychotic experiences and others’ reactions to them.
Studying and connecting the three contexts of the narratives provided a holistic picture
of the di erent needs and challenges of people in recovery. Additionally, we found
signi cant entry points for recovery in the relationships between people’s core struggles
(personal context) and their desire for a specic kind of recognition (interpersonal
context). For instance, those struggling with rejection primarily sought recognition of
their humanity and normality, while those struggling with neglected needs wanted their
vulnerability and otherness to be recognized. Overall, individuals’ knowledge about and
integration of di erent types of mental distress frameworks (ideological context) ap-
peared to facilitate their desired recognition. Notably, recovery was complicated when
dominant ideas in mental health care clashed with an individual's meaning-making
process, such as the idea that risk taking is part of recovery and independence from car
can sometimes only be obtained through relational care.
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In response to the outcomes of our rst study, we wanted to better understand the com-
plexity of meaning making in people with psychosis. Within psychiatry, individuals
diagnosed with psychotic disorders are predominantly characterized in terms of missing
or disrupted meaning making. In Chapter 3, we show that people with psychosis are
very much capable of adaptive meaning-making, but that there are major di erences in
how people do this and what opposition they encounter in doing so. For this purpose,
we analyzed the stories of people with psychosis and focused on their meaning making
of traumatic events. We identi ed four di erent plot types in which narrators consis-
tently assigned trauma di erent meanings. e rst narrative plot was characterized as
“psychiatry as the wrong setting to nd meaning,” which entailed the conceptualiza-
tion of trauma as both the cause and e ect of psychosis. Such narrators articulated
their su ering primarily in terms of illness- and treatment-related trauma and loss. e
second plot type, characterized as “the ongoing struggle to get trauma therapy,” evolved
around the negative impact of excluding people with psychosis sensitivity from trauma
treatment programs. ese narrators saw psychosis as a way to cope with the excruciat-
ing pain of traumatic experiences and therefore considered confrontation with trauma
essential to their recovery. In contrast, the third plot type, characterized as “exposure to
trauma as a threat to a stable life,” associates psychotic crisis with a lasting, disruptive
impact of past trauma. Such narrators appeared to be stuck in the present, as avoidanc
prevented the integration of trauma into their self-story and simultaneously hindered
them from creating future possibilities. Finally, narrators of the plot type “disclosure
as the key to resolving alienation” concluded that their strategy of radically concealing
psychological problems and their traumatic origins was not viable. ese di erences in
the making meaning of trauma imply that personal care is necessary to support people
in their recovery process. To this end, we mapped the diverse barriers and facilitators
in the meaning-making process for each plot type. However, we also found some com-
mon denominators in the stories: e participants often experienced stigma in the
mental health system as a barrier to meaning making. Particularly, they felt hindered
by pessimistic opinions on their capacity to develop self-insight and cope with distress,
resulting in limited (trauma) therapy options. e stories showed that the making-
meaning process often began with supportive, non-judgmental relationships with
other individuals or communities that o ered them safety to disclose their trauma and
motivated them to engage in the process of self-inquiry and growth. People with highly
integrated trauma histories often found support outside the mental health system when
seeking ways to make their experiences meaningful. e ndings thus illuminate the
sociocultural context of the di culties experienced by people with psychosis during
making meaning. Overall, institutionalized stigma appears to have a self-a rming ef-
fect, in that the possibility of personal meaning making is not encouraged.
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In Chapter 4, we further explore the stigma that people with psychoses experience in
the mental health system. For this purpose, we used the concept of microaggression:
unconscious, subtle and everyday manifestations of prejudice that have a cumulative
negative e ect on people. We aimed to identify di erent forms of microaggressions that
people with psychosis experience in their caregiving journey and their consequences.
We analyzed both experience stories in interview form from the “Psychiatry Story Bank”
and experience stories in book form from the “Patient Experience Stories” collection.
We conducted a thematic analysis to identify the di erent forms of microaggressions
and a narrative analysis to gain insights into their perceived e ects on recovery over a
long period of time. We identi ed three types of microaggressions: those that dehuman-
ize, disregard service users’ perspectives, and convey hopelessness. e consequences
microaggressions included feelings of loneliness, powerlessness, and futility as well a
acts of despair, withdrawal, and resistance to and avoidance of care. Microaggression
were also found to create additional recovery needs that were often addressed outsid
of traditional psychiatry. In particular, those that disregarded service users’ perspec-
tives appeared to create active or passive resistance to the care o ered. is form of
microaggression is characterized primarily by what professionals fail to do for people
with psychoses, such as asking about personal perspectives and experiences, includit
them in decision making, and o ering treatment options that match personal needs for
meaning making. us, we demonstrated the importance of professionals’ respectful
engagement of the meaning-making process of people with psychosis to provide good,
collaborative care.

In this context, the signi cant discrepancies in the perspectives of professionals and
service users with psychosis regarding “what is going on” are particularly challenging.
ese discrepancies are often ‘resolved” by assessing the patient’s “illness insight”;
a substantial number of service users are characterized as lacking this insight if they
maintain a perspective di erent from that of the professional. In Chapter 5, we argue
that within psychiatric discourse, the term “iliness insight” refers primarily to the ex-
pectation that people with psychosis will conform to the often biomedical explanation

o ered by professionals rather than to an in-depth understanding of the service users’
personal situation. Building on studies from various disciplines, this thesis shows why
the current conceptualization of illness insight (also referred to as “clinical insight”)
falls short of achieving personally meaningful interpretations of psychosis. is critique
focuses on outdated normative, cultural, and ethical understandings of clinical insight,
such as the inherent power inequality, ignoring the ownership of the meaning-making
process, disregarding the cultural embedding of psychotic experiences and the com-
plexity of illness explanations, the complicated impact of stigma, and not considering
meaning making as part of the recovery process. Alternatively, we propose a narrative
understanding of iliness insight consistent with the recovery-oriented developments in
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psychiatry. Narrative understanding allows service users to nd a meaningful explana-
tion that connects to their experiences, leads to better understanding of the complexity
of their struggles, and provides a solution direction for the identi ed problems with
clinical understanding. We also argue that narrative insight is inherently co-constructed
and the emphasis in the care pathway should be on the collaborative meaning-making
process between people with psychoses and the professionals who support them.

In Chapter 6, | elaborate on the overarching takeaways from our research. e central

guestion was, “how can meaning-making processes, as part of personal recovery, b
better supported in psychiatry?”
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Herstel context in de psychiatrie: Over het belang van narratieve betekenisgeving
in herstel, zorg en onderzoek binnen een medisch-specialistische discipline.

Het afgelopen decennium heeft de herstelvisie op psychische kwetsbaarheid, als react
en tegengeluid op het biomedische paradigma, aan terrein gewonnen in de GGZ. Bin-
nen deze visie staat het hervinden van identiteit en betekenis middels het vormen van
persoonlijke verhalen centraal. Dit proefschrift gaat over deze narratieve betekenisgev:
ingsprocessen bij mensen die langdurig te maken hebben met psychische problematiel
en daarvoor psychiatrische zorg (hebben) ontvBedemalitatieve, narratieve studies

in dit proefschrift bieden inzicht in hoe mensen in hun ervaringsverhalen verschillende
betekenissen geven aan psychisch lijden. Daarnaast geven de uitkomsten van de analys
inzicht in de helpende en tegenwerkende factoren die mensen ervaren in hun zoektocht
naar betekenis, en in de interpersoonlijke, institutionele en sociaal-culturele context
van de uitdagingen die zij hierbij tegenkomen. De vaak ervaren tegenwerking vanuit
de psychiatrische zorg bij persoonlijke betekenisgevingsprocessen wordt daarbij kritisck
onder de loep genomen. Dit proefschrift biedt handvatten om betekenisgevingsproces-
sen beter te ondersteunen, als onderdeel van herstelgerichte zorg in de psychiatrie.

In hoofdstuk 1 zet ik eerst uiteen wat het belang is van ervaringsverhalen voor het

vakgebied van de psychiatrie. Ik maak daarbij onderscheid tussen verhalen als thera
peutisch instrument en verhalen als collectieve, emancipatoire kennisbron. Beiden

bieden ingangen voor onderzoek dat kan bijdragen aan persoonlijk betekenisvolle en
menselijke psychiatrische zorg. In de inleiding schets ik ook de historische en ide-

ologische context waarbinnen onderzoek binnen de psychiatrie zich juist sterk heeft
afgekeerd van betekenisgevingprocessen en de gevolgen die dit heeft gehad voor c
praktijk. 1k stel vast dat, terwijl de herstelvisie in de psychiatrie steeds breder onder-

schreven wordt, het wetenschappelijk onderzoek nog altijd sterk geworteld is in het

biomedische model waar deze visie zich juist tegen afzet. Alhoewel er een rijke traditie
van narratief onderzoek bestaat, heeft deze zich opvallend genoeg grotendeels buite
de psychiatrie en veeleer binnen andere wetenschappelijke disciplines ontwikkeld en
gevestigd. Zo blijft het potentieel van dit type onderzoek nog teveel onderbenut binnen

de psychiatrie, waar betekenisgeving een essentieel onderdeel vormt van dat waar d
vakgebied zich mee bezig houdt: psychisch lijden en herstel. In dit proefschrift vertrek

ik daarom vanuit de stelling dat de transitie naar herstelgerichte, persoonlijke zorg in

de psychiatrie gepaard moet gaan met een fundamentele herziening en verbreding vat
onderzoeksmethodologie die betekenisvolle zorg kan ondersteunen.
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De studies in dit proefschrift zijn tot stand gekomen in de context van de ‘Verha-
lenbank Psychiatrie’ (UMC Utrecht), een narratief project dat bijdraagt aan deze
gewenste transitie. Binnen dit project verzamelen, bestuderen en leren onderzoekers
van ervaringsverhalen van mensen die te maken hebben met de GGZ. Op basis van
eerder kwalitatief onderzoek naar ervaringsverhalen zijn onderliggende processen val
persoonlijk herstel in kaart gebracht. Daaruit is naar voren gekomen dat betekenisgeven
aan psychische ontregeling een belangrijke (eerste) opgave is binnen het persoonlijki
herstelproces. Met de studies in dit proefschrift probeer ik meer diepte-inzicht te bieden
in verschillende manieren waarop mensen betekenis geven aan psychische ontregelin
Daarbij benader ik betekenisgeving als psychosociaal fenomeen, met zowel individuele
als sociale dimensies, en beoog ik uitdagingen rondom betekenisgeving in context te
plaatsen.

Een belangrijk onderdeel van mijn onderzoek was het vertalen van de uitgangspunten
van de herstelvisie naar een passende onderzoeksmethodologie om narratieve betel
enisgeving te bestuderen. Daarbij wilde ik voorkomen om de betekenisgeving van
mensen met psychische problematiek vanuit een ziektemodel te begrijpen, door terug
te vallen op individualistische of pathologiserende duidingen van hun betekenisgev-
ing. Hiervoor heb ik gebruik gemaakt van narratieve theorieén en methodologieén die
ontwikkeld zijn in de marges van de psychologie, psychiatrie, maar vooral in andere
wetenschappelijke disciplines zoals de sociologie, literatuurwetenschap, antropologie
en loso e. In hoofdstuk 2 werken we uit waarom een contextualiserende narratieve
analyse van ervaringsverhalen inzicht in herstel en herstelondersteuning kan verrijken.
We onderscheiden in het analytische raamwerk drie contexten van het verhaal: (1) De
persoonlijke context, die de samenhang tussen levenservaringen zichtbaar maakt, (2) d
interpersoonlijke context, die de het doel van het delen van het verhaal in kaart brengt,
(3) de ideologische context, die verduidelijkt hoe het persoonlijke verhaal is ingebed in
sociaal-cultureel bepaalde denkkaders over psychische problematiek.

We pasten deze analysemethode toe op verhalen uit de Verhalenbank Psychiatrie er
identi ceerden vier genres van ervaringsverhalen: aanklachten (over onrecht in de zorg),
rouwklachten (over sociale verliezen), reisverslagen (over persoonlijke transformatie)
en reconstructieverhalen (over de impact van psychotische ervaringen). Deze genre:
gaven verschillende inzichten in herstel. Aanklachten maakten inzichtelijk hoe strijd en

verzet laatste redmiddelen kunnen zijn om met gevoelens van machteloosheid en de-
moralisatie om te gaan. Rouwklachten lieten zien hoezeer stigma verlieservaringen kar
verergeren. Reisverslagen illustreerden hoe erkenning van kwetsbaarheid voor sommig
mensen juist ook een gevoel van verbondenheid kan versterken. Reconstructieverhalen
ten slotte, maakten duidelijk hoe ingewikkeld het kan zijn om betekenis te hervinden,

in het bijzonder voor mensen die hun vertrouwen in de eigen betekenisgeving zijn
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kwijtgeraakt door psychotische ervaringen en reacties van anderen daarop. Door de
drie contexten van de verhalen in samenhang te bestuderen kregen we een holistiscl
beeld van de verschillende behoeftes en uitdagingen van mensen in herstel. Belangrijk
aangrijpingspunten voor herstel vonden we in de relaties tussen de kernworstelingen
van mensen (persoonlijke context) en hun verlangen naar een speci ek soort erken-
ning (interpersoonlijke context). Zo constateerden we bijvoorbeeld dat mensen die
worstelden met afwijzing vooral op zoek waren naar erkenning van hun menselijkheid
en normaliteit, terwijl mensen die worstelden met verwaarloosde behoeftes juist erkend
wilden worden in hun kwetsbaarheid en anders-zijn. Kennis over en integratie van
verschillende soorten denkkaders (ideologische context) leken het verkrijgen van de
gewenste erkenning te faciliteren. Herstel werd bemoeilijkt wanneer dominante ideeén
in de geestelijke gezondheidszorg botsten met het eigen betekenisgevingsproces, zoz
het idee dat risica’s nemen bij herstel hoort en dat onafhankelijkheid van zorg soms
alleen via relationele zorg verkregen kan worden.

Naar aanleiding van onze eerste studie wilden we de complexiteit van betekenisgev-
ing van mensen met psychoses beter begrijpen. Mensen die gediagnosticeerd zijn me
psychotische stoornissen worden binnen de psychiatrie immers bij uitstek gekarakteri-
seerd in termen van ontbrekende en verstoorde betekenisgeving. In hoofdstuk 3 laten
we zien dat mensen met psychosegevoeligheid weldegelijk in staat zijn tot adaptieve
betekenisgeving, maar dat er grote verschillen zijnriretgen dit doen en welke
tegenwerking ze daarbij tegenkomen. Voor deze studie analyseerden we verhalen va
mensen met psychosegevoeligheid en keken we in het bijzonder naar betekenisgevin
aan traumatische gebeurtenissen. We identi ceerden vier verschillende plottypes waa-
rin vertellers trauma steeds een andere betekenis gaven: vertellers van ‘De GGZ al
verkeerde setting om betekenis te vinden’ spraken over trauma als oorzaak en gevol
van psychose. Ze verwoordden hun lijden vooral in termen van ziekte- en behandel-
ing gerelateerde trauma’s en verliezen, aspecten die in de GGZ geen aandacht hadde
gekregen. Vertellers van ‘De voortdurende strijd om traumatherapie te kunnen krijgen’
kaarten de negatieve impact aan van exclusie van mensen met psychosegevoelighe
uit traumabehandelingsprogramma’s. Zij waren psychose gaan zien als een manier orr
met de ondraaglijke pijn van traumatische ervaringen om te gaan. Daardoor zagen zij
de confrontatie met trauma als essentieel voor hun herstel. Daarentegen associeerde
vertellers van ‘Blootstelling aan trauma als bedreiging voor een stabiel leven’ een psy
chotische crisis met een blijvende, verstorende impact van trauma’s uit het verleden.
Ze leken vast te zitten in het heden, omdat de neiging tot vermijding de integratie van
trauma in het zelfverhaal tegenhield, maar hen tegelijkertijd belemmerde in het creéren
van toekomstmogelijkheden. Tot slot waren de vertellers van ‘Trauma-onthulling als
oplossing van vervreemding’ tot de conclusie gekomen dat hun strategie om psychische
problemen en de traumatische oorsprong ervan radicaal te verbergen niet leefbaar was
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Verschillen in betekenisgeving aan trauma impliceren dat er personalisatie van zorg no-
dig is om mensen te kunnen ondersteunen in hun herstelproces. Daarvoor brachten we
per verhaalsoort de uiteenlopende helpers en tegenwerkers in het betekenisgevingsprc
ces in kaart. We zagen echter ook een aantal gemene delers. Uit de verhalen kwam ha:
voren dat deelnemers stigma in de GGZ dikwijls als tegenwerker bij betekenisgeving
aan trauma ervaarden. Zij voelden zich met name gehinderd door een pessimistische
visie van behandelaren op hun mogelijkheden om inzicht en coping te ontwikkelen —
een visie die zich vaak vertaalde in een beperkt aanbod van (trauma)therapie-opties. Uil
de verhalen kwam naar voren dat het proces van betekenisgeving aan trauma begon me
steunende, niet-oordelende relaties met individuen of gemeenschappen — relaties waar
binnen mensen zich veilig voelden om trauma te bespreken en gestimuleerd werden tot
zelfonderzoek. Mensen met een sterk geintegreerd traumaverhaal waren vaak buiter
de GGZ op zoek gegaan naar manieren om betekenis te geven aan hun ervaringen
De uitkomsten belichten daarmee de sociaal-culturele context van de moeilijkheden
die mensen met psychosegevoeligheid ervaren gedurende het proces van betekenisge
ing. Geinstitutionaliseerd stigma lijkt daarbij een zelfbevestigend e ect te hebben: de
mogelijkheid tot persoonlijke betekenisgeving wordt uitgesloten en niet gestimuleerd.

Hoofdstuk 4 gaat verder in op het stigma dat mensen met psychoses ervaren in de
GGZ. Voor dit onderzoek gebruikten we het concept van microagressie: onbewuste,
subtiele en alledaagse uitingen van vooroordelen, die een cumulerend negatief e ect
op mensen hebben. Dit onderzoek had tot doel om verschillende vormen van microag-
ressie te identi ceren die mensen met psychosegevoeligheid in hun zorgtraject ervarer
en wat de gevolgen daarvan zijn. We analyseerden daarvoor zowel ervaringsverhale
in interviewvorm uit de Verhalenbank Psychiatrie als ervaringsverhalen in boekvorm
uit de ‘Patiéntervaringsverhalen’-collectie (Erasmus Universiteit Rotterdam). Een
thematische analyse werd uitgevoerd om verschillende vormen van microagressie te
identi ceren. Daarnaasterd een narratieve analyse gebruikt om inzicht te krijgen

in de ervaren gevolgen voor herstel over een langere periode. We identi ceerden drie
soorten microagressies: microagressies die ontmenselijken; microagressies die he
ervaringsperspectief negeren; en microagressies die tot hopeloosheid leiden. Ervare
gevolgen van microagressies waren onder andere gevoelens van eenzaamheid, mac
teloosheid en nutteloosheid, alsook wanhoopsdaden, terugtrekking, en verzet tegen
— en vermijding van — zorg. Microagressies in de psychiatrie bleken voor mensen met
psychoses een extra herstel-obstakel te zijn en ze creéren een noodzaak om buiten ¢
traditionele psychiatrie op zoek te gaan naar herstelondersteuning. In deze studie leker
met name microagressies die het ervaringsperspectief negeerden te zorgen voor acti
of passief verzet tegen de aangeboden zorg. Deze vorm van microagressie kenmer!
zich vooral door wat professionals nalaten te doen in relatie tot mensen met psychoses
zoals te vragen naar het persoonlijke perspectief en ervaringen, deze te betrekken i
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de besluitvorming en behandelopties aan te bieden die aansluiten bij de persoonlijke
behoefte aan betekenisgeving. Daarmee laat de studie het belang zien van respectvol
betrokkenheid bij de betekenisgevingsprocessen van mensen met psychoses om goec
collaboratieve zorg te kunnen verlenen.

Een speci eke uitdaging hierbij zijn de grote discrepanties in perspectief tussen pro-
fessionals enerzijds en mensen met psychosegevoeligheid anderzijds op wat er aan
hand is. Deze discrepanties worden vaak ‘opgelost’ door het beoordelen van het ‘ziekte:
inzicht' van de patiént, waarbij een substantieel deel van de patiénten wordt gekarak-
teriseerd als patiénten die dit inzicht missen als zij een ander perspectief aanhouder
dan dat van de professional. In hoofdstuk 5 van dit proefschrift beargumenteren
we dat de term ‘ziekte-inzicht' binnen het psychiatrische discours in de eerste plaats
verwijst naar de verwachting dat mensen met psychosegevoeligheid zich zullen con-
formeren aan de vaak biomedische verklaring zoals aangeboden door professionals, €
niet zozeer naar een diepgaand begrip van iemands persoonlijke situatie. Voortbouwenc
op studies uit verschillende disciplines laten we in dit artikel zien waarom de huidige
conceptualisering van ziekte-inzicht (aangeduid als ‘klinisch inzicht’) tekortschiet om
te komen tot het zinvol betekenis geven aan psychische ontregeling. Onze kritiek richt
zich op verouderde normatieve, culturele en ethische opvattingen van Klinisch inzicht,
zoals de inherente machtsongelijkheid, het negeren van eigenaarschap van het betek
enisgevingsproces, het negeren van de culturele inbedding van psychotische ervaringe
en de complexiteit van ziekteverklaringen, de complicerende impact van stigma, en
het negeren van betekenisgeving als onderdeel van het herstelproces. Als alternatie
stellen we een narratief begrip van ziekte-inzicht voor dat aansluit bij herstelgerichte
ontwikkelingen in de psychiatrie. Narratief inzicht stelt patiénten in staat een zinvolle
en bruikbare verklaring te vinden die aansluit bij hun ervaringen, leidt tot beter begrip
van de complexiteit van iemands worstelingen, en een oplossingsrichting biedt voor an-
dere geidenti ceerde problemen met klinisch inzicht. Wij beargumenteren dat narratief
inzicht inherent co-geconstrueerd is en dat de nadruk in het zorgtraject moet komen te
liggen op het collaboratieve betekenisgevingsproces tussen mensen met psychoses en
professionals die hen ondersteunen.

In de discussie in hoofdstuk 6 werk ik uit wat we van deze studies overkoepelend kun-

nen leren. De centrale vraag daarbij is hoe betekenisgevingsprocessen, als onderdeel v
persoonlijk herstel beter ondersteund kunnen worden in de GGZ.
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Op de eerste plaats wil ik alle mensen bedanken die hun persoonlijke verhalen zo open:-
hartig hebben gedeeld met mij of collega’s van de Verhalenbank Psychiatrie. Stuk voor
stuk zijn ze me bijgebleven: de verhalen en levenslessen van al die mooie mensen d
uitzonderlijk veel te verduren hebben gehad in hun leven. Naast alles wat ik persoonlijk
van jullie verhalen heb geleerd, ben ik ervan doordrongen geraakt dat ervaringskennis
het fundament vormt voor een meer verbonden samenleving en humane, respectvolle
zorg.

Dat ik deze ervaringen heb kunnen opdoen, is te danken aan mijn promotor, Floortje
Scheepers. Floortje, toen ik lucht kreeg van jouw visie en de Verhalenbank Psychiatrie,
wist ik heel zeker dat ik er onderdeel van uit wilde maken. En heb ik me met ongek-
ende bravoure opgedrongen. Wat fantastisch dat je me de kans hebt gegeven om bij de
Verhalenbank te promoveren. Tijdens een van onze eerste afspraken maakte je onder
scheid tussen mensen die externe druk en deadlines nodig hebben om te presteren
en zij die juist ruimte en rust nodig hebben om te oreren. Ik gaf aan dat ik zonder
twijfel tot de laatste soort behoorde. Dat heb je vanaf het begin tot het einde van mijn
promotietraject gerespecteerd, en daar ben ik je erg dankbaar voor. You practice wha
you preach. Dank ook aan mijn copromotoren, Stefan van Geelen en Gaston Franssen
Stefan, jij bracht veel enthousiasme en verrassende invalshoeken in (aan ‘pathologisch
coherentie’ heb ik nog vaak teruggedacht). Gaston, bij jou kon ik terecht om wegwijs
te worden in ingewikkelde narratieve theorieén. Daarnaast zette je consequent — en
letterlijk — de puntjes op de i van mijn stukken. Dank ook voor het laatste zetje richting
de eindstreep van dit proefschrift, waarin jullie vaak hebben moeten herhalen dat het
nu écht klaar was.

Andries Baart, jij werd mijn ‘bonusadviseur’ nadat we elkaar tegen het lijf liepen bij
het UMC Utrecht. Met je enorme schat aan kennis en ervaring leverde je een heel
waardevolle bijdrage aan mijn vorming in het narratieve onderzoeksveld en bracht je
me methodologische én ethische precisie bij. Dank voor je toewijding en betrokken-
heid. Megan Milota, ook jij was van het begin af aan betrokken bij de Verhalenbank.
Dankjewel dat je altijd klaarstond om hulp en kritische re ecties te bieden. Ploon
Defourny en Nick Ermers, het was een genoegen om met jullie samen te werken en
schrijven. Jullie gedrevenheid, kritische houding tegenover de status quo en wens om
het als hulpverleners anders te gaan doen, is inspirerend. Jullie zijn de psychiaters val
de toekomst, en dat geeft me vertrouwen. Ook alle collega’s die de Verhalenbank onder-
steunden of codrdineerden, ben ik zeer dankbaar: Ruth Wouters, Karin Hagoort, Jannie
van Utrecht, Natascha den Bleijker, Janine van der Staaij, Sterre Aandewiel, Veerle var
Hemert en Roel van der Veen. Wat een hoop werk hebben jullie verzet voor de Verha-

216



Dankwoord

lenbank Psychiatrie. Roel, met jou heb ik helaas niet lang kunnen samenwerken, maar
we hebben altijd jn contact gehad en gehouden. Wat doe jij je werk mooi, verbindend
en consciéntieus. Sterre, ook wij waren maar kort collega’s, maar ik prijs me gelukkig
dat we bevriend zijn geraakt. Je bent een mooi mens, en het is altijd jn om je te
spreken — al dan niet met een sociologische klassieker erbij.

Al tijdens dit promotietraject ontstond ook verbinding tussen de Verhalenbank Psy-
chiatrie en Patiéntervaringsverhalen, de collectie van ervaringsboeken van de Erasm
School of Health Policy and Management, waar ik uiteindelijk mijn weg als narratief
onderzoeker heb kunnen vervolgen. Een postdoc beginnen terwijl ik mijn proefschrift
nog af moest schrijven, bleek een zware last. Mijn huidige collega’s Hester van de
Bovenkamp, Marjolijn Heerings, Mieke Cardol en Monique Floothuis wil ik dan ook
bedanken voor het begrip, de steun, het meedenken en de exibiliteit om bij te springen
en het toch voor elkaar te krijgen. Daarnaast is het ook nog eens heel inspirerend om
met jullie samen te werken. Monique en Mieke, jullie nemen dagelijks drempels voor
mensen met een handicap weg en leiden met veel passie nieuwe generaties zorgverlen
op bij de Hogeschool Rotterdam. Hester, heel mooi hoe jij de patiéntenwetenschappen
vormgeeft. Ik heb veel van je geleerd over de functie, de meerwaarde en de ethische e
methodologische puzzels rond het werken met ervaringsverhalen. Marjolijn Heerings,
ook van jouw scherpzinnige feedback heb ik in brede zin veel geleerd over kwalitatief
onderzoek. Jouw werk is een inspirerend voorbeeld van de creatieve manieren waaroj
je ervaringsverhalen kunt benutten voor co-creatie van betere zorg in bestaande zorg
praktijken. Anneke Sools, jij ontwikkelde die prachtige, gelaagde verhaallijnanalyse die
tijdens mijn promotieonderzoek mijn voorkeursmethode is geworden voor het werken
met ervaringsverhalen. Het is een genoegen om daaraan onder jouw supervisie verde
te werken.

Zeer bepalend voor mijn ontwikkeling als kwalitatief onderzoeker in de afgelopen jaren
was het Kwalitatief Onderzoekscollectief GGZ (KOG). Femke Truijens, Arjen Noordhof,
Annemarie Kéhne, Marjolijn Heerings, Lisa Wijsen en Juri Krivzov: jullie inspirerende
ideeén, collectieve kennis en kritische feedback hebben mijn promotieonderzoek naar
een hoger plan getild. En bovenal heeft jullie energie, enthousiasme en aanmoedig-
ing het proces zoveel aangenamer gemaakt. Naast intellectueel voedend waren onz
bijeenkomsten ook een vorm van lotgenotencontact: de mis ts die steeds maar moesten
uitleggen dat het echt ook wetenschap was, dat kwalitatieve onderzoek. De frustratie
daarover hebben we om kunnen buigen naar een gezamenlijke, zingevende missie: bij
dragen aan hervorming van de GGZ via het promoten en ondersteunen van kwalitatief
onderzoek. Wat is het geweldig dat we inmiddels meer dan honderd kwalitatieve onder-
zoekers in de GGZ bij elkaar hebben gebracht in de vereniging die we samen besturen.
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In de slotfase van mijn promotie kreeg ik een spoedcursus mad studies. Grietje Keller
wat een mooie, emanciperende leesgroepen heb je bij Stichting Perceval opgezet. Jou
introductie in de mad studies had ik graag eerder willen lezen. Ik hoop dat het een
standaardwerk voor zorgprofessionals in de ggz wordt. Deelnemers van de mad studie:
leesgroep, wij vonden de materie en elkaar zo leuk dat we gewoon zijn doorgegaan.
Nog steeds vind ik het enorm verrijkend om met jullie theorie en persoonlijke ervaring,
denken en voelen met elkaar te verbinden — en om onze eigen vormen van verzet tegel
beknellende maatschappelijke normen uit te vogelen. Coen van Haaften, dank voor
de jne manier waarop jij nu onze leesgroep faciliteert, en voor alle ideeén en leestips
die je met me deelt. Een gesprek met jou brengt me altijd iets nieuws: een verrassends
invalshoek, een grote grijns of tenminste een nieuwe metafoor.

Ook waren er vele mensen die met enige regelmaat mijn pad kruisten op congressen el
bijeenkomsten en die me geinspireerd hebben met hun kennis, levenservaring, energie
of mooie manier van zijn. Zoals Willy van Baarsel, die zich vurig blijft inzetten voor
trauma sensitieve zorg bij mensen met psychosegevoeligheid, en Chris Nijboer, die mij
aanmoedigde in mijn onderzoek en me de wijsheid bijbracht dat etsen het antwoord
is op bijna elk probleem.

De zaadjes voor mijn promotietraject werden al lang geleden geplant. Mijn kennismak-
ing met de Nieuwe GGZ was daarin beslissend. De beweging bood een aansprekend
en constructief antwoord op mijn onvrede met de DSM-gestuurde GGZ. Ook maakte

ik via de online community kennis met vele ervaringsdeskundigen, die beetje bij beetje
mijn zorgprofessionalperspectief kantelden. Jim van Os, Philippe Delespaul, jullie ston-
den — ondanks jullie drukke agenda’s — altijd klaar voor vragen vanuit de community.
Wat een eer dat jullie nu ook in mijn promotiecommissie zitten; dat maakt de cirkel
heel mooi rond.

Als ik naga wat mijn denken over ziekte, handicap en zorg gevormd heeft, is dat zeker
ook de opvoeding van mijn moeder. Helen, jij leefde elke dag voor wat een inclusieve
en zorgzame samenleving inhield. Bij ons thuis kwam werkelijk iedereen over de vioer
en werden alle soorten gekte en diversiteit omarmd. Ook jouw werk in de gehandi-
captenzorg en ggz maakte dat ik al vroeg leerde dat mensen zichtbaar en onzichtbaa
verschilden. Jij liet zien dat die verschillen nooit in de weg hoeven te staan van verbind-
ing, respect én humor. Zorgzaamheid heb ik ook van mijn vader meegekregen. eo,
ook jij en Nelly staan altijd voor iedereen klaar en mantelzorgen wat af. Daar heb ik
veel respect voor. Lieve ouders, bedankt voor jullie liefde, trouwe betrokkenheid en
meeleven met de proefschriftperikelen. Jullie moedigen mij altijd aan om mijn eigen,
niet-conventionele pad te vinden. Dank ook aan mijn broer en zijn gezin. Bram,
Hanine en Sophia, jullie zagen mij vooral wat minder, of in vermoeide staat, in deze
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drukke jaren. Dank voor de gezamenlijke vakanties en familiebijeenkomsten, waarbij
we ons allemaal warmen aan jullie lieve dochtertje en stralend zonnetje Sophia.

Sanne en Judith, mijn paranimfen en tweede familie, wat is het waardevol dat we al zo
lang bevriend zijn. Met z'n drieén hebben we al heel wat leuke dingen gedaan. Jullie
accepteren mij helemaal zoals ik ben en zijn geduldig als ik vanaf de bank weer een:
avontuurlijkere plannen blijk te hebben gemaakt dan ik eigenlijk aankan. Sanne, dank
voor je humor, trouwe betrokkenheid en enthousiasme. Jij bent werkelijk overal voor in,
zelfs voor mountainbiken over modderige paden. Judith, lieve vriendin, jij bent al meer
dan twintig jaar mijn baken. Dank voor je betrouwbaarheid, interesse, energie en steun.
Op jou kan ik altijd rekenen, ongeacht jouw of mijn omstandigheden, ook als ik niet
gezellig ben. Jouw nuchterheid helpt me vaak te relativeren. Als een van de weinigen
vond jij stress vanwege een proefschrift volstrekt onlogisch; toch heb je vaak concreet
bijgedragen aan het ont-stressen. lk denk aan de vele wandelingen, saunabezoekjes ¢
vakanties in Finland. Heel jn dat ik mag delen in de rijkdom van je buitenhuisje aan
het meer — de beste retraiteplek die ik ken.

Marjolijn, jij komt vaak voor in dit dankwoord. Ook wij hebben een lange, waardevolle
vriendschap. Jij was degene die me destijds op het spoor bracht van medische antro
pologie en daarmee een nieuwe denkwereld opende. De laatste jaren werden we ool
collega’s. De daadkracht, oplossingsgerichtheid en scherpte die jij in je werk laat zien,
Zijn inspirerend en leerzaam. Samenwerken als vrienden was niet altijd makkelijk, maar
ik ben blij dat we onze vriendschap voorop zijn blijven stellen. Dank voor je steun op
de moeilijke momenten in de afgelopen jaren. Met jou kan ik ook altijd jn navelstaren
over interpersoonlijke ingewikkeldheden en hard lachen over onze onvolkomenheden.
Ook hebben we samen al veel jne, ontspannen bergvakanties gehad — een traditie die
we hopelijk voortzetten.

Douwe, jouw maatschappelijke betrokkenheid en activisme hebben me gestimuleerd
om me lang geleden als student-onderzoeker uit te spreken over politieke keuzes in de
zorg. Ook van jouw levenshouding heb ik veel geleerd: alles wat je nog niet kan, zien
als een uitnodiging om het te leren — blu end, prutsend en experimenterend, maar
altijd met plezier — om vervolgens stieckem een expert te worden. Ik ben blij dat we
onze vriendschap hebben kunnen behouden, nog even hard met elkaar kunnen lachen
als vroeger en elkaar a ectief kunnen bespotten. Jouw inventiviteit om nieuwe sociale
vormen te zoeken toen ik uitgeblust was, heb ik ook erg gewaardeerd, evenals de drop
pizza en boeken die je langsbracht.

Ramaz, jij hebt een heel stuk meegelopen in mijn promotietraject. Dank voor je
aanmoediging en betrokkenheid. Jouw werk als Immaker bleek dichter bij mijn ver-
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haalanalyses te liggen dan ik had kunnen vermoeden (de premisse!), en losoferen ove
de krochten van de menselijke psyche is sowieso aan jou besteed. Aan je grenzelo:
enthousiasme, energie en voorliefde voor adrenaline verhogende activiteiten heb ik —
naast lichte angst — vooral heel veel plezier beleefd. Dank voor alle mooie mountain-
bikeavonturen die de covidlockdowns gekleurd hebben en het nodige tegenwicht boden
aan alle cognitieve activiteit tijdens mijn promotietraject. Daarnaast heb ik genoten van
je verwondering — niemand die zo lyrisch kan worden van de structuur van een mosje
— en de artistieke experimenten die daaruit voortkwamen. Veel dank dat je kunst ook
onderdeel mocht zijn van dit proefschrift.

Spyros, zo'’n ongebruikelijk carriére pad als jij heb ik niet gelopen, maar je liet me wel
zien dat het belangrijk is je passie te volgen, ook als het een lange adem vraagt. Danl
ook voor alle (uitnodigingen tot) muzikale intermezzao's. Valerie, jij bent de belichaming
van een goede buur. Dank voor alle keren dat je klaarstond om een handje te helpen,
een wandelingetje te maken of iets liefs langs te brengen op precies het goede momen
En natuurlijk voor alle goede zorgen voor de beestjes tijdens mijn bikepackingtripjes.

Alexandre, jij kwam als aangename verrassing in mijn leven en hebt nog net de laatste
meters van mijn promotietraject meegemaakt. De eindsprint voelde daardoor stukken
lichter. Bedankt voor jouw liefde, optimisme en vertrouwen. Ik verheug me op wat we
samen nog gaan delen en meemaken in het post-promotie leven, waar ik zo ontzettend
naar uitzie!

220











